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 ABSTRACT 
The human immunodeficiency virus / acquired immune deficiency syndrome 
pandemic (HIV/AIDS) continues to increase in prevalence worldwide, particularly 
in South Africa. There is a concurrent and  distinct increase in the prevalence of 
HIV/AIDS and HIV-related diseases in the paediatric population in South Africa, 
particularly those using public sector health services, with a corresponding 
increase in morbidity and mortality rates (Abdool Karim & Abdool Karim, 
2010:363), which impacts greatly on paediatric healthcare services. Adding to this, 
the provision of paediatric antiretroviral care has numerous stumbling blocks, not 
least of which is lack of decentralisation of facilities to provide treatment. There is 
the additional shortage of staff, which includes staff that are comfortable dealing 
with children, lack of training programmes on the provision of antiretroviral therapy 
to children, and minimal on-site mentorship of staff regarding HIV/AIDS disease in 
children. This lack of capacity in the healthcare system means that not all of those 
who require treatment will be able to access it, and this is particularly pertinent to 
paediatric patients (Meyers et al., 2007:198). 
Therefore the purpose of this research was to develop a nursing model that would 
assist healthcare professionals, in particular professional nurses, to optimise the 
comprehensive treatment, care and support for HIV-positive children who require 
antiretroviral therapy at PHC clinics. To achieve the purpose of this study, a 
theory-generating design based on a qualitative, explorative, descriptive and 
contextual approach was implemented by the researcher to gain an understanding 
of how the healthcare professionals and parents/caregivers of HIV-positive 
children experienced the comprehensive treatment, care and support provided at 
primary healthcare clinics. The information obtained was used to develop a 
chronic care coordination model for the optimisation of comprehensive treatment, 
care and support for HIV-positive children requiring antiretroviral therapy. The 
study design comprised the following four steps: 
Step One of the research design focused on the identification, classification and 
definition of the major concepts of the study.  This involved describing and 
selecting the research population and the sampling process prior to conducting 
iv 
 the field work which comprised in-depth interviews with two groups of participants, 
namely healthcare professionals and parents/caregivers who accompany their  
HIV-positive children to PHC clinics in order to receive antiretroviral therapy.  
Step Two of the research design focused on the development of relationship 
statements in order to bring clarity and direction to the understanding of the 
phenomenon of interest. 
Step Three of the design concentrated on the development and description of the 
chronic care coordination model for optimising comprehensive treatment, care and 
support for HIV-positive children who require antiretroviral therapy in order to 
ensure a well-managed child on ART. A visual representation of the structure of 
the model for chronic care coordination was given and described as well as a 
detailed description of the process of the model.  
Step Four was the last step of the research design and its focus was the 
development of guidelines for the operationalisation of the model for chronic care 
coordination for the optimisation of comprehensive treatment, care and support for 
HIV-positive children requiring antiretroviral therapy at PHC clinics. Guidelines and 
operational implications for each of the five sequential steps of the model were 
developed. The evaluation criteria of Chinn & Kramer (2008:237‒248) were used 
to evaluate the model. 
It is therefore concluded that the researcher succeeded in achieving the purpose 
for this study because a chronic care coordination model that is understandable, 
clear, simple, applicable and significant to nursing practice has been developed 
for use by healthcare professionals, particularly professional nurses, in order to 
optimise the comprehensive treatment, care and support for HIV-positive children 
requiring antiretroviral therapy at primary healthcare clinics. 
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 CHAPTER 1 
ORIENTATION TO THE STUDY 
1.1  INTRODUCTION  
 The impact of AIDS carries through generations and its footprint in history is 
not as easily washed away as my own footprints in the sand. Our collective 
challenge is renormalizing society and stemming the flood of deaths. 
HIV/AIDS can become a chronic disorder, can be the stimulus for a better 
health system, and can be used to open up the eyes of the world to the 
inequity we live in (Coutinho, 2004:1929). 
The human immunodeficiency virus / acquired immune deficiency syndrome 
pandemic (HIV/AIDS) continues to increase in prevalence worldwide, particularly 
in poorer or developing regions (Coovadia & Hadingham, 2005:1744; Merson, 
O’Malley, Serwadda & Apisuk, 2008:475). According to the Joint United Nations 
Programme on HIV/AIDS (UNAIDS) (2011:8), at the end of 2010 an estimated 34 
million people worldwide were living with HIV, with 22.9 million (68%) of this total 
living in sub-Saharan Africa (UNAIDS, 2011:9‒10). Children under the age of 15 
years comprise 2.3 million of this total, about 90% of whom live in sub-Saharan 
Africa (WHO & UNICEF, 2011:2). Children living with HIV are among the most 
vulnerable members of society in that approximately 800 HIV-positive children die 
each day because of lack of access to treatment, care and support. Of this 
number, 30% are under the age of one, with statistics verifying that access to 
treatment is lower for infants than older children (WHO & UNICEF, 2011:2).  
South Africa is one of the countries that are most severely affected by the 
HIV/AIDS epidemic, with 5.7 million HIV infections, the largest in the world (RSA, 
2010:10). Of this total, approximately 3.2 million are women, and 280,000 are 
children aged 0‒14. According to the United Nations (2011:41), at the end of 2009 
in sub-Saharan Africa a reported 365,400 children under the age of 15 were 
receiving antiretroviral treatment, representing an estimated 28 per cent of all 
children under 15 who needed treatment. However, statistics on HIV/AIDS are 
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estimates that are based on data that can be extrapolated from various sources. 
Data should therefore be treated with circumspection, owing to the degree of 
uncertainty that surrounds all such approximations (Dorrington, Bradshaw & 
Budlender, 2002:1; South Africa Every Death Counts Writing Group, 2008:1302). 
Johnson (2009) confirms that antiretroviral data in South Africa is difficult to 
assess for several reasons: there are limitations in private sector data; provincial 
data are out of date; and data on antiretroviral coverage at district level are simply 
not published. 
 As far back as September 2003, at the second UN General Assembly Special 
Session on HIV/AIDS, it was declared that the lack of treatment in low- and 
middle-income countries amounted to a global public health emergency and the ‘3 
by 5’ programme was launched. This initiative’s objective was to enrol 3 million 
people on antiretroviral therapy (ART) by the end of 2005, hence the acronym ‘3 
by 5’ (Gutierrez, Johns, Adam… Evans, 2004:63). The idea of the 3 by 5 
programme was to encourage countries with the largest numbers of HIV-positive 
people to accept the challenge of scaling up treatment in order to ensure universal 
access to ART. 
Although the 3 by 5 target was not met on time, the effort to expand entrée to ART 
brought about positive change, and paved the way for greater advances towards 
the ultimate goal of worldwide access to comprehensive HIV treatment, care and 
support (WHO, 2006a:7). The challenge now is to build on the limited success of 
the 3 by 5 initiative and overcome the obstacles that were highlighted, particularly 
improved paediatric HIV care (Feucht, Kinzer & Kruger, 2004:1; Bate & Mooney, 
2006:24‒25).  
The essence of 3 by 5, for the purposes of this research, and according to WHO 
(2006a:7), is that in South Africa an estimated 50,000 HIV-infected children are 
born every year, compared to 25 per year in the United Kingdom (UK), showing 
inadequate prevention of mother-to-child transmission (PMTCT) rates in South 
Africa. Since this is the only possible way of reducing HIV infection in babies, it is 
imperative that mothers should be treated effectively with the correct antiretroviral 
therapy during pregnancy, in order to increase the chances of an HIV-negative 
infant (Meyers, Moultrie, Naidoo, Cotton, Eley & Sherman, 2007:S474). This is 
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exemplified by Coovadia and Schaller (2008:271), who identify HIV/AIDS as a 
leading cause of death in children and a particular tragedy because HIV/AIDS in 
children is almost entirely preventable.  
In the situational analysis of the Department of Health HIV & AIDS and STI 
Strategic Plan for South Africa (NSP), 2007‒2011 (DoH, 2007:23), the plight of 
children is revealed. HIV was a contributor to an increase of 42% in under-five 
mortality in 2004, and 60% of hospital deaths in 2005. This report stresses that 
children are unable to obtain HIV/AIDS treatment and care because most 
available services focus on managing adult care, which means that healthcare 
workers are seldom equipped to support children.  
Despite the plans in place in South Africa to assist children, such as the PMTCT 
guidelines, which include the required follow-up visits for mother and child, results 
are variable. According to a study by Jones, Sherman and Varga (2005:467) at 
Coronation Hospital, Johannesburg, 49% of children missed a first follow-up post-
delivery visit at two weeks of age, and 82% did not attend the scheduled 12-month 
visit, despite a fully functioning programme at hospital level to assist both mother 
and baby. 
A similar study by Dramowski, Coovadia, Meyers and Goga (2011:16–17) at Chris 
Hani Baragwanath Hospital, Soweto, Johannesburg, found that out of 1,510 
paediatric admissions in a 3-month period, 446 were HIV infected (29%), and 
many of these children (238, or 54.1%) were diagnosed in hospital, most of whom 
had advanced HIV disease (405, or 92%). Of the infants that were known to be 
HIV-positive prior to hospitalisation, 37 out of 51 (73%) had not been initiated on 
antiretroviral therapy. In the HIV-infected children cohort, the in-hospital fatality 
rate was triple that of the combined HIV-uninfected, -exposed and -unknown 
group. This study shows that HIV/AIDS is still highly prevalent and contributes to 
significant in-hospital mortality. The authors also identified missed opportunities for 
HIV diagnosis and antiretroviral therapy initiation for paediatric patients, which 
highlights the need to monitor and assist with HIV guideline implementation at 
service delivery level, and ensure interventions to optimise paediatric HIV/AIDS 
outcomes (Dramowski et al., 2011:23). 
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Included in the myriad of programmes and initiatives for HIV/AIDS are the 
Millennium Development Goals (MDG), in which child and maternal mortality 
rates, HIV/AIDS and tuberculosis (TB) were targeted, as well as improved primary 
healthcare education (United Nations, 2008:3). In this report, South Africa was 
cited as one of the 12 countries in the world where the mortality rate for children 
has increased in the last 10 years. 
The enormity of the HIV/AIDS situation, particularly for children, is highlighted in a 
report by South Africa Every Death Counts Writing Group (2008:1302), in which it 
is cited that an estimated 260 women, babies and children are dying every day 
owing to HIV/AIDS in South Africa, with no apparent measurable progress being 
made to reduce this mortality rate. However, it remains difficult to confirm the 
accuracy of these statistics because less than 10% of Africa is covered by 
adequate death registration systems. The lack of reliable data leads to constraints 
in developing appropriate policy and intervention strategies to improve child health 
in those countries with the highest levels of child mortality, of which South Africa, 
with its extreme levels of inequality, is among the highest in the world (Garrib, 
Jaffar, Knight, Bradshaw & Bennish, 2006:1841).  
With HIV/AIDS being attributed as the cause of 41% of deaths in the under-five 
age group in rural South Africa, this is a priority condition (Lawn, Costello, 
Mwansambo & Osrin, 2006:551; United Nations, 2008:3, South Africa Every Death 
Counts Writing Group, 2008:1294), which was highlighted in recent statistics. The 
highest levels of under-five mortality continue to be found in sub-Saharan Africa, 
with one in eight children dying before the age of five, equating to 129 deaths per 
1,000 live births (United Nations, 2011:25). 
In July 2010, WHO released updated guidelines on antiretrovirals for treating 
pregnant women living with HIV/AIDS, and preventing HIV infection in infants 
(PMTCT), which includes directives for ART for HIV/AIDS in infants and children. 
These new guidelines appeal for an earlier start to, and longer duration of ART in 
women and children. This would require strategies to increase capacity to assess 
eligibility for antiretroviral therapy and undertake long-term monitoring (WHO, 
2010a:84).  
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Compared to the optimal healthcare pregnant women receive in developed 
countries ‒ which includes comprehensive prevention and the best treatment 
available for HIV-positive pregnant women ‒ only about one-third of pregnant 
women in developing countries receive even the least effective drug regimen: a 
single dose of the drug Nevirapine, and the same for their newborns (International 
Treatment Preparedness Coalition (ITPC) Treatment and Advocacy Project, 
2009:1). Nevirapine as a therapy has been shown to be only 40% effective in 
preventing vertical transmission of HIV. Additionally, there is little access to, or 
knowledge of infant feeding guidance or support programmes designed to keep 
mothers and infants alive and healthy, if such programmes exist in their countries 
or local communities (ITPC Treatment and Advocacy Project, 2009:1).  
All newborn infants who have been exposed to HIV/AIDS require greater access 
to early infant diagnostic services to accelerate the initiation of ART. All children 
under age two are eligible to initiate ART. Accordingly, these are the 
recommendations (WHO, 2010b: 93–95 and UNAIDS, 2010:12): 
• Early diagnosis, without which one third of HIV-positive infants will die 
before the age of one year and almost half by their second year of life 
• Infants who are HIV-exposed should be tested by four to six weeks of age, 
using virological assays, and those found positive should be started on HIV 
care and treatment straightaway 
• Reduction in the rate of loss to follow-up among HIV-exposed infants in the 
postnatal period, as many infants, even when tested, do not receive their 
results or are ever enrolled on antiretroviral therapy when they test positive  
• Increase in treatment service points for children, which are still inadequate 
and relatively fewer than those available for adults. Of 1,270,000 children 
estimated to be in need of antiretroviral therapy, only 28% (21–43%) had 
access to treatment, versus 37% of adults (35–41%)  
Although the inaccuracy of statistics makes the incidence of HIV infection in 
children difficult to quantify, according to the Department of Health’s (DoH) 
National Antenatal Sentinel HIV and Syphilis Prevalence Survey in South Africa 
(2009:86), an estimated 158,600 children countrywide currently need antiretroviral 
therapy. The same report indicates that HIV prevalence in South Africa is 30.2% 
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nationally, with the Eastern Cape’s prevalence rate cited as 29.9%, while Nelson 
Mandela Bay, where this study was effected, has an HIV prevalence of 29% (DoH, 
2009:43).  
The need to adopt a holistic approach that builds on the country’s existing 
maternal and new-born health platform in order to ensure the optimal impact of 
treatment, care and support for children was highlighted by UNAIDS (2010:2). To 
guarantee such an approach, these systems should be in place: 
 Maternal and child health systems must be fully functional in order to offer 
all relevant services for effective follow-up of HIV-infected pregnant women 
and their babies 
 Families must be able to pay for their children’s transport to clinics, and 
provide food for their children 
 Healthcare workers should be given a directive, and incentives, to integrate 
and link services in order to achieve greater workforce effectiveness where 
health systems resources are limited 
 Gender roles, gender inequality, gender-based violence and barriers to 
access to services must be addressed in order to reduce women’s 
disproportionate vulnerability to HIV infection 
 Obstacles to preventing TB-HIV co-infection among children (and their 
parents) must be overcome; for instance using isoniazid preventive therapy 
with the concurrent expansion of antiretroviral therapy (ART) 
The initiation of treatment of infants and children needs to be more aggressive 
than in adults, especially in infants, where disease progression is particularly rapid 
(Brichard & Van der Linden, 2009:387). If highly active antiretroviral therapy 
(HAART) is commenced before three months of age, the risk of encephalopathy is 
reduced, as are other opportunistic illnesses, and it appears that there is improved 
long-term viral suppression (Prendergast, Tudor-Williams, Jeena, Burchett & 
Goulder, 2007:73‒74). This notion is supported by UNAIDS (2010:2), which urges 
early testing and initiation of treatment to improve infant survival and reduce 
neurocognitive impairment and developmental delay, which can be caused by viral 
replication occurring in the brain before treatment is started. As indicated, although 
the availability of early infant diagnostic services has increased noticeably in many 
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countries, coverage in low- and middle-income countries remains low, at a mere 
6% (UNAIDS, 2010:12).  
Early HIV diagnosis, using reverse-transcriptase polymerase chain reaction (RT-
PCR, usually abbreviated to PCR) testing, followed by immediate commencement 
of antiretroviral therapy in infants who are HIV-positive, can reduce infant mortality 
by 76% and HIV progression by 75%. This is strong support for the initiation of 
treatment in infants under one year. This therapy should be commenced 
regardless of CD4 counts/percentage, viral load or clinical parameters, given the 
reported rapid progression of HIV disease during the first year of life (Brichard & 
Van der Linden, 2009:389–390; Volberding, Sande, Lange, Greene & Gallant, 
2008:105). 
The percentage of infants born to HIV-positive mothers who are infected was 
estimated at 16% in 2009 in South Africa, while PCR testing data estimations 
show an HIV transmission rate of 10.2% in the Eastern Cape (RSA, 2010:26). 
However, according to Meyers et al. (2007:S474‒S475) an estimated 30% of the 
approximately one million infants born in South Africa annually are HIV exposed, 
meaning that early intervention and testing would require approximately 300,000 
PCR tests per annum. 
An assessment of PCR testing performed nationally reveals that in 2008, out of an 
estimated 193,000 HIV-exposed infants who required a PCR test at six weeks of 
age, 60,759 PCR tests were performed, yielding coverage of early diagnosis of 
31.4%. By 2010, a total of 101,319 PCR tests had been performed in infants aged 
two months and younger on the estimated 185,370 HIV-exposed infants, 
amounting to approximately 54.7% of the target population receiving early 
diagnosis (Sherman & Lilian, 2011:5). The 2008‒2010 statistics for PCR testing in 
the Eastern Cape are shown in Table 1.1 below: 
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TABLE1.1:   EASTERN CAPE: HIV-EXPOSED CHILDREN ACCESSING PCR 
TESTING 2008–2010 
 Estimate
d # HIV-
exposed 
infants 
born 
All 
ages: 
Total 
Tests 
>2 
months 
Total 
tests 
≤2 
months: 
Total 
tests 
≤2 
months: 
Positive 
tests 
≤2 
months: 
% 
Positivity 
Early 
Infant 
diagnosis 
coverage 
2008 32, 464  
25, 
464 
17,162 8, 302 676 8.1% 25.6% 
2009 30, 294 
29, 
741 
17, 895 11, 846 702 5.9% 39.1& 
2010 30, 294 
30, 
650 
17, 308 13, 342 603 4.5% 44.0% 
(Sherman & Lilian, 2011:6) 
Children with HIV/AIDS are required to be treated prophylactically against 
opportunistic infections, as well as with antiretroviral therapy, in order to ensure 
optimal health. Opportunistic infections take advantage of the depleted immune 
system, which, in the context of this study, results from HIV infection. 
Cotrimoxazole is given routinely to children with HIV/AIDS in order to prevent 
commonly acquired infections concurrent with HIV infection, such as 
pneumocystic jirovecii pneumonia, and can reduce mortality rates in children by as 
much as 43% (Meyers et al., 2007:S476; NDoH, 2010a:21). See Table 1.2 below:  
TABLE 1.2:  ESTIMATED NUMBER OF ADULTS RECEIVING ANTIRETROVIRAL 
THERAPY, NUMBER OF CHILDREN RECEIVING ANTIRETROVIRAL 
THERAPY, AND PERCENTAGE OF CHILDREN RECEIVING 
COTRIMOXAZOLE, SOUTH AFRICA 2005–2010 
 Adults (15+ 
years) 
Children 
Estimated 
number receiving 
antiretroviral 
therapy 
Estimated 
number receiving 
antiretroviral 
therapy 
Estimated 
percentage 
receiving 
cotrimoxazole 
2005 101, 416 11, 959 2 
2006 215, 875 23, 369 4 
2007 386, 315 37, 694 12 
2008 609, 762 68, 788 21 
2009 839, 519 87, 439 29 
2010 1 058, 399 105, 123 38 
(Statistics South Africa, 2011:4) 
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Table 1.2 shows that the number of adults receiving antiretroviral therapy is 
considerably greater than that of children. This table also highlights the low 
proportions of both essential medications, ARTs and cotrimoxazole that are 
available to children with HIV/AIDS. Table 1.2 emphasises the need to scale up 
antiretroviral services for children in South Africa, as does Table 1.3 (below), 
which shows the number of persons (adults and children) in need of ART in South 
Africa.  
TABLE 1.3:  NUMBER OF PERSONS IN NEED OF ANTIRETROVIRAL THERAPY, 
2005–2011 
Year Adults (15+ years) Children (0–14) 
2005 54,104 199, 636 
2006 163, 017 215, 042 
2007 306, 598 260, 519 
2008 504, 809 270, 024 
2009 732, 809 282, 646 
2010 966, 266 368, 357 
2011 1 115, 284 377, 097 
(Statistics South Africa, 2011:8) 
While many countries in Africa, especially South Africa, are planning to provide 
highly active antiretroviral therapy (HAART) to millions of people with HIV/AIDS,  
this usually requires a highly complex therapy programme (see above), usually 
administered in specialist settings, using physician-based models of care. 
However, given the numbers of people in need of treatment, this type of 
programme cannot be adapted successfully to developing countries. The 
challenge will be to identify care models for Africa that will increase coverage of 
HAART safely and effectively (Jaffar, Govender, Garrib… Bennish, 2005:295). 
One such approach to the provision of HAART in resource-constrained countries, 
promulgated by the WHO, is a public health methodology for the treatment 
initiation process, in which standardisation and simplification of regimes are 
recommended. The public health model has been implemented in most resource-
constrained countries, including those in sub-Saharan Africa (Prendergast et al., 
2007:74; WHO, 2006a:10; Gilks, Crowley, Ekpini…De Cock, 2006:505).  It 
comprises:  
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• Standardised treatment protocols  
• Decentralised service delivery 
• Treatment for large numbers of patients  
• Simplified tools/regimes to enhance decision making 
• Initial timing of drug treatment 
• Toxicity substitute  
• Regime switch in the event of treatment failure  
• Safe take-over of patient by lower-level healthcare worker  
• Algorithmic approach of the integrated management of childhood illness 
• Algorithmic approach of the integrated management of adult illness  
In South Africa, the government added to these recommended WHO interventions 
by approving the South African Antiretroviral Therapy programme, known as the 
Operational Plan for Comprehensive HIV/AIDS Care, Management and Treatment 
for South Africa in November 2003.  The Operational Plan (2003) had been 
preceded by the five-year Strategic Plan for HIV, AIDS and STI (sexually 
transmitted infections) in 2000, from which interventions geared towards initiating 
and executing a comprehensive response to the epidemic were undertaken (DoH, 
2004:1).  
The Operational Plan holds a significant position in the international public health 
arena, where it is cited as being the largest and most ambitious plan yet in the 
world for HIV/AIDS care (DoH, 2004:2). The challenges and strategic issues 
related by this plan, which are significant for this research study, were listed as 
(DoH, 2004:15):   
• Human resources as a key challenge 
• Sustainable drug procurement  
• Information systems in general  
• Specimens, both transporting and processing  
• Patients lost to follow-up, which leads to low levels of adherence  
• Financial management issues  
• Improvement  in inter-departmental collaboration and co-operation  
The current HIV/AIDS plan in use in South Africa is the National Strategic Plan 
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(NSP) for HIV and AIDS, STIs and TB, 2012‒2016 (SANAC, 2011). This plan 
flows from the previous national strategic plans, the Operational Plan, and the 
WHO Global Health Sector Strategy on HIV/AIDS, 2011‒2015 (WHO, 2011a), 
which guides the worldwide health sector‘s response to HIV/AIDS. In the updated 
NSP 2012‒2016 (SANAC, 2011:9), the following strategies are to be implemented 
during the next five years, in the form of four ‘pillars’ which are intended to support 
the continuation of South Africa’s response to HIV/AIDS.  
These ‘pillars’ consist of:  
• Universal testing for HIV and screening for TB  
• Health and wellness: the primary objective being to ensure access to 
quality treatment, care and support services for those with HIV/AIDS and/or 
TB, and to develop programmes which will focus on wellness 
• Safety and dignity: addressing issues of stigma, unfair discrimination, 
human rights, and gender inequality  
• Changing social norms and values: address societaling behaviours that are 
fuelling the twin epidemics of HIV and TB  
In order to ensure that the previously mentioned ‘pillars’ achieve the envisaged 
objectives, they are expanded to provide added motivation to the management of 
the dual epidemics HIV and TB. In this study, the focus is on HIV/AIDS and 
therefore the topics relating to HIV/AIDS in the NSP 2012‒2016 (SANAC, 
2011:37, 50) will be emphasised: 
• Improve life expectancy by five years for men and women by 2016  
• Ensure access to appropriate treatment, care and support to 90% of all 
HIV-positive people and their families by 2016  
• Ensure early diagnosis and early treatment for HIV  
• Reduce mortality related to HIV by 25% by 2016  
• Reduce mother-to-children transmission of HIV to less than 2% by 2016  
• Reduce the psychosocial impact of HIV on individuals, families and 
community  
• End all unlawful discrimination related to HIV status and measurably reduce 
stigma  
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• Provide treatment, care and support to the children, their families and 
communities 
• Ensure early diagnosis, referral, and treatment for children 
Undoubtedly, improvement in the early detection of exposed and infected infants 
is of particular importance, either through clinical algorithms or proactive screening 
(above) (Lebon, Bland, Rollins, Coutsoudis, Coovadia & Newell, 2007:1472, 
1474). Once children are commenced on treatment, the next obstacle is 
increasing retention of children on ART. Optimal adherence rates are essential to 
suppress viral replication because it is imperative that high serum levels of 
medication are maintained, which can only be accomplished by taking the correct 
dosage of medication at the same time every day. A recent article (Vreeman, 
Nyandiko, Ayaya, Walumbe, Marrero & Inui, 2010:642) indicated that the 
caregivers of HIV-infected children, whether parents or guardians, play a crucial 
role in ensuring that children are compliant with antiretroviral (ARV) medication 
regimes. This is because adults are responsible for giving them their medications 
and accessing the clinical care system in order to obtain medication refills.  
In resource-limited settings such as South Africa, with limited treatment options, it 
is crucial to determine factors that will enhance or hinder the delivery of ART to 
children. Certain factors, expressed by Hardon, Akurut, Comoro…Laing 
(2007:660‒663); Brichard and Van der Linden, (2009:391); Vreeman et al. 
(2010:642) have been identified that can contribute to poor adherence and the 
resultant treatment failure:  
• The negative impact of problems experienced with giving ART 
• Unpalatable drugs 
• High pill burden evidenced by frequency and longevity of medication 
• Poor caregiver education  
• Poor quality of counselling 
• Patients’ lack of awareness of their diagnosis or those of their children  
• Poor familial and/or social support 
• Waiting times in the clinic 
• Stigma attached to attending antiretroviral clinics 
• Delaying or skipping doses because they did not want to give the child 
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medicines in front of others 
• The caregiver just forgetting to give the medicines when busy 
• Difficulty  in travelling to the clinic to get the medicine 
• Not having food to give the child with the medicines and thus skipping 
doses 
• Not being able to give the medicines because the only caregiver who knew 
about the medicines was away  
• Inability to disclose the child’s HIV status to others, which might include 
family members, relatives or neighbours, which could aggravate the above 
problems 
• The heavy workloads of the staff in the clinic which could exacerbate many 
of these factors  
Even with the most innovative antiretroviral plan in the world, without adequate 
implementation the required improvements will not be visible. Currently the child 
mortality rate speaks volumes about the efficacy of suggested interventions thus 
far. In addition to the burden of HIV/AIDS, children in South Africa are particularly 
vulnerable to poverty, discrimination and social exclusion, which is evidenced by 
the number of children seen in clinics in sub-Saharan Africa suffering from severe 
malnutrition, particularly in the context of HIV infection (The World Bank, 2010:12).  
There remains, then, a critical lack of resources available to assist the child and 
the family in their struggle against HIV/AIDS, not the least of which is malnutrition, 
in the form of lack of nutrients, vitamins and food. Because malnutrition increases 
the likelihood of child and infant death, and is associated with more than half 
(54%) of all childhood mortality in resource-limited settings, establishing and 
maintaining appropriate and adequate diets and micronutrient status for children 
living with, or affected by HIV/AIDS is crucial. Optimal nutrition will assist the child 
with HIV/AIDS to overcome common childhood illnesses and opportunistic 
infections, as well as support continued growth and development (Krasovec, 
Fawzi & Rollins, 2009:897). There is no doubt that for children taking ART, 
appropriate and adequate nutrition is needed to achieve the full benefits of 
therapy. Nutritional care needs to be included as a critical component of the 
essential care package for HIV-infected children (Krasovec et al., 2009:898). 
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Childhood malnutrition is a widespread problem in most parts of Africa, especially 
since most children are weaned from breast milk onto a diet that consists mainly of 
diluted porridges. When coupled with the magnitude of the HIV/AIDS spread, the 
problem is aggravated (Mpontshane, Van den Broeck, Chhagan, Luabeya, 
Johnson & Bennish, 2008:1705). South Africa has instituted several nutrition and 
primary healthcare programmes in the last decade, which have not been 
particularly effective in alleviating malnutrition-related ill health in children. This is 
corroborated by the rise in infant and child mortality rates, the high prevalence of 
preventable childhood diseases, for example diarrhoea and lower respiratory tract 
infections, and the coexistence of under-nutrition and HIV/AIDS (Bourne, 
Hendriks, Marais & Eley, 2007:230). One of these programmes was the National 
Integrated Nutrition Programme (2004), which is a comprehensive nutrition 
strategy that focuses on children below six years old, at-risk pregnant and 
lactating women, and those affected by communicable and non-communicable 
diseases (Bourne et al., 2007:231). 
In the absence of basic nutrition to treat gross malnutrition and related conditions, 
it is difficult to offer ART and ascertain that it has the desired effect. Specific 
guidelines will be required to ensure that severely malnourished children receive 
appropriate care and treatment, because the effects of ART on the already 
depleted immune system, which is further compromised by malnutrition and the 
co-morbid disease profile associated with HIV/AIDS, could be fatal (Heikens, 
Bunn, Amadi Manary… Tomkins, 2008:1305–1307).  
The challenges to paediatric HIV/AIDS care and treatment in South Africa are 
therefore multifaceted, and include lack of sufficiently trained healthcare 
professionals and inadequate facilities; drug regimens that are too complicated for 
caregivers to understand, particularly those who are illiterate; and lack of 
paediatric drug formulations (above) (Meyers et al., 2007:196).  
Furthermore, the proportion of HIV-infected children requiring antiretroviral therapy 
is unknown, because of the inaccuracy of current monitoring. The documented 
progression of HIV disease in children is more rapid than in adults, indicating that 
more children probably require antiretroviral therapy than was previously 
considered (Meyers et al., 2007:196). With this in mind, the DoH in South Africa 
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issued Guidelines for the Management of HIV in Children (NDoH, 2010a:7) in 
which many of the issues highlighted above have been included as goals and 
objectives in the new antiretroviral therapy programme, and include the need to: 
• Achieve best health outcomes in the most cost-efficient manner 
• Implement nurse-initiated antiretroviral therapy 
• Decentralise service delivery to primary healthcare (PHC) level and 
ensure that antiretroviral therapy is available at all PHC facilities 
• Ensure that HIV and TB services are provided as part of an integrated 
maternal and child health, and sexual and reproductive health services 
• Diagnose HIV infection earlier 
• Prevent HIV disease progression 
• Prevent AIDS-related deaths 
• Retain patients on lifelong antiretroviral therapy 
• Prevent new infections among children, adolescents and adults 
• Mitigate the negative impact of the HIV/AIDS epidemic 
The Guidelines for the Management of HIV in Children (NDoH, 2010a:28) stress 
the importance of adherence to the drug regimens. For a good response to the 
drugs, the adherence rates need to be 95% and above. Therefore not only is 
adherence the key to successful therapy, but ongoing support needs to be 
provided to the patient and family (especially children) to maintain adherence, and 
thereby improve the health of each HIV-positive child.  
According to WHO (2011b:23), national HIV/AIDS responses need to strengthen 
the six building blocks of health systems: 
• Effective service delivery 
• A well-trained, sufficiently staffed workforce 
• A robust health-information system 
• Access to essential medical products and technologies 
• Adequate health financing 
• Strong leadership and governance 
Most programmes for HIV/AIDS still do not follow a comprehensive approach, 
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meaning that too many women in the developing world continue to receive sub-
optimal drugs, or leave prevention of vertical transmission programmes without 
any follow-up treatment, care and support. Other problems include male partners 
who are not involved in prevention of vertical transmission services, with no 
apparent attempts being made to rectify this omission. Guidance on feeding 
techniques for the infants of HIV-positive women is not always clear, either. Added 
to this, mothers cannot always afford to travel to obtain medication, and because 
of the stigma still widely encountered in many healthcare facilities, many mothers 
avoid attending them. These problems are compounded by a shortage of trained 
staff in most facilities, long waiting times and a lack of integrated services (above) 
(ITPC, 2011: 8). 
The intention to improve access to ART for children in South Africa is 
commendable. However, although thus far, all plans, programmes, initiatives and 
projects for HIV/AIDS, and the scale-up of services for this disease have been 
equally impressive, they have yet to add up to noticeable results in practice. 
According to the Joint Learning Initiative on Children and HIV/AIDS (2009:9), to 
deliver antiretroviral treatment and achieve prevention, the approach to care 
needs to change from an individual to a broader strategic approach. Equally, there 
needs to be improved implementation of key services in healthcare. Healthcare 
services in developing countries are still too far from reaching the scale required to 
cover the needs of those requiring comprehensive treatment, care and support for 
HIV/AIDS, particularly children, and primarily the 1.3 million children needing 
treatment now, of whom only an estimated 28% are able to access such care, 
90% of whom reside in sub-Saharan Africa (Avert, 2011; WHO & UNICEF, 
2011:2).  
The president of South Africa envisages a scale-up in antiretroviral medication 
which, according to the report, will be realised ‘in the near future’.  
 [O]n 1 December 2009, on World AIDS day, the Honourable President 
Jacob Zuma announced the new key interventions to improve antiretroviral 
therapy to special groups in order to decrease the disease burden, to 
address maternal and child mortality and to improve life expectancy (NDoH 
South Africa, 2010b:1).  
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To achieve this mandate, there would have to be an improvement in the efficiency 
and effectiveness of HIV/AIDS responses, better integration of HIV/AIDS 
programmes with other health programmes, a strengthening of health and 
community systems, which would improve health access and equity, and a 
multisectoral response, such as involving legal and policy reform stakeholders 
(WHO, 2011a:2). To fully activate services that will respond to HIV/AIDS in infants 
and children the following initiatives, according to WHO (2011a:13), are urgently 
required: 
• Promoting provider-initiated HIV testing and counselling, re-testing, and 
counselling couples in antenatal, maternal, newborn and child health 
services 
• Supporting the implementation and evaluation of WHO’s guidelines (2010) 
on the use of antiretroviral medicines to treat pregnant women; the use of 
antiretroviral medicines to prevent HIV infection in infants; and HIV and 
infant feeding 
• Conducting evidence-based reviews to determine whether this guidance 
needs updating  
• Supporting an operational research agenda to guide more effective and 
efficient implementation of comprehensive programmes to eliminate new 
HIV infections in children 
The report by UNAIDS (2010:12) summarises this information succinctly:  
To ensure that HIV-infected children and adolescents do not progress to 
HIV/AIDS and die, it is necessary to identify them early, provide them with 
timely access to care and treatment, and document and follow their 
progress. Scale up of early infant diagnosis has demonstrated both the 
promise and the challenge of treating paediatric HIV. 
1.2 PROBLEM STATEMENT 
The researcher, a lecturer at a higher education institution, has worked extensively 
in the field of HIV/AIDS, with both adults and children, and was instrumental in 
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establishing a local HIV/AIDS in-patient wellness centre, which catered for the 
needs of adults and children from HIV/AIDS wellness management to palliative 
care. Following this appointment, the researcher worked as a programme 
manager in the Treatment, Care and Support section of the HIV/AIDS programme 
in Nelson Mandela Bay Health District, where she encountered many problems 
related to the rendering and management of HIV/AIDS services to the 
communities served in this district, particularly treatment, care and support for 
children with HIV/AIDS. 
There is a definite increase in the prevalence of HIV/AIDS and HIV-related 
diseases in the paediatric population in South Africa, particularly those using 
public sector health services, with a corresponding increase in morbidity and 
mortality rates (Abdool Karim & Abdool Karim, 2010:363), which impacts greatly 
on paediatric healthcare services. Adding to this, the provision of paediatric 
antiretroviral care has numerous stumbling blocks, not least of which is lack of 
decentralisation of facilities to provide treatment. There is the additional shortage 
of staff, which includes staff that are comfortable dealing with children, lack of 
training programmes on the provision of antiretroviral therapy to children, and 
minimal on-site mentorship of staff regarding HIV/AIDS disease in children. This 
lack of capacity in the healthcare system means that not all of those who require 
treatment will be able to access it, and this is particularly pertinent to paediatric 
patients (Meyers et al., 2007:198). 
It is essential to decentralise paediatric antiretroviral therapy (ART) from tertiary 
sites ‒ usually meaning a centrally placed hospital ‒ to primary healthcare (PHC) 
clinic antiretroviral sites in order to bring paediatric ART closer to where children 
live. At the start of the ART roll-out, paediatric ART was available only in tertiary 
care (centralised) hospitals, which is not always convenient for the patient 
because transport is expensive and the visits are time consuming. This has had a 
negative impact on access and adherence, particularly regarding children (Rabie, 
2009:125). In Nelson Mandela Bay (NMB) the central or tertiary hospital is Dora 
Nginza Hospital, which is a regional hospital. As part of the Port Elizabeth hospital 
complex, Dora Nginza Hospital was initially solely responsible for paediatric 
antiretroviral care in the NMB. This hospital remains the largest paediatric ART 
clinic locally ‒ meaning that a large percentage of children on ART attend the 
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hospital in order to access therapy ‒ followed statistically by Uitenhage Hospital, 
and then Livingstone Hospital, showing that ART for children in the NMB is still 
largely centralised. 
Many HIV-positive infants and children have been lost to follow-up after diagnosis, 
and before referral for ART, owing to the centralisation of ART services. There has 
always been general agreement that children would do better if they could access 
care closer to home, but lower-level facilities have been reluctant to take on 
paediatric ART initiation and management for a number of reasons that have 
already been cited (Rabie, 2009:125). Table 1.4 (below) shows the numbers of 
children receiving antiretroviral therapy in hospitals in the NMB (showing 
centralisation of care) as opposed to treatment received at primary healthcare 
clinic level (the required decentralisation). 
TABLE 1.4:  ANTIRETROVIRAL THERAPY REGISTERED PATIENTS UNDER 15 
YEARS OF AGE, MALE AND FEMALE, IN NELSON MANDELA BAY, 
JANUARY–SEPTEMBER 2010 (TOTALS ONLY); SHOWING HOSPITAL 
NUMBERS OF PATIENTS COMPARED WITH CLINICS A—F 
Data element name: 
Antiretroviral 
therapy 
Facilities 
Grand total for 
January– September 
2010 
Registered ART 
patients under 15 
years – male and 
female 
Dora Nginza Hospital 9, 111 
Livingstone Hospital 540 
Uitenhage Hospital 2, 941 
Clinic A 3 
Clinic B 205 
Clinic C 4 
Clinic D 210 
Clinic E 6 
Clinic F 51 
 
Table 1.4 (above) shows District Health Information Systems (DHIS) population 
estimates as derived from StatsSA Midyear Sub-district Population Estimates-
DHIS version 1.4.0.127 (2010). The table is compiled from statistics received from 
the NMB district office and is termed ‘raw data’. 
So many children are treated in hospital settings for HIV-related illnesses because 
they are generally desperately ill, with advanced opportunistic diseases and 
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malnutrition. At clinic level, these illnesses and depleted states are difficult to treat 
owing to resource constraints, and this exacerbates the difficulties in commencing 
antiretroviral therapy, with its concomitant difficulties in correct dosage, and other 
pharmacodynamic components such as drug toxicity. Adherence is also a factor in 
adequately controlling the effects of antiretroviral medication (Riordan & Bugembe, 
2009:73). 
To meet the needs of paediatric patients in South Africa in general, and the 
Eastern Cape in particular, considerable progress would have to be made in 
decentralisation of antiretroviral therapy for children, particularly in the NMB. Other 
requisites include increasing the skills level of healthcare professionals, 
particularly related to dealing with children and ARV medication, employing more 
healthcare professionals to ensure optimal ART provision, and ensuring available 
and adequate pharmaceutical supplies. 
Social assistance to assist needy patients with poverty alleviation is often 
overlooked, as are legal guardianship issues in order to ensure that the many 
HIV/AIDS orphans can access antiretroviral therapy, despite the demise of their 
parents. Finally, there is the need to ensure that parents and children can access 
treatment from the site closest to them (decentralisation) (Little, Thorne, Luo, 
Bunders, Ngongo, McDermott & Newell, 2007:149; Feucht et al., 2007:398–399 
and Jones et al., 2005:469). 
Because of these problems, the researcher would like to investigate the current 
situation regarding the provision of antiretroviral treatment for HIV-positive children 
in primary healthcare settings in the NMB. Through the proposed research, insight 
will be gained into the ways in which comprehensive treatment, care and support 
for HIV/AIDS are currently provided for HIV-positive children and their 
accompanying parents/caregivers. The researcher would also like to explore and 
describe issues pertaining to service delivery from the healthcare professionals’ 
perspective. The healthcare professionals who are working in the antiretroviral 
services of primary healthcare clinics will have insight into challenges in the 
provision of comprehensive treatment, care and support of HIV-positive children 
and their parents/caregivers. Accordingly, these research questions will be posed: 
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• How do the healthcare professionals who render antiretroviral services 
experience the comprehensive treatment, care and support for HIV-positive 
children requiring antiretroviral therapy?  
• How do the parents/caregivers of the HIV-positive children who require 
antiretroviral therapy experience the comprehensive treatment care and 
support received at primary healthcare clinics? 
• What would a nursing model consist of to optimise the provision of 
comprehensive treatment, care and support for HIV-positive children 
requiring antiretroviral therapy? 
1.3 PURPOSE OF THE RESEARCH 
The primary purpose of this research is to develop a model as a framework of 
reference for healthcare professionals, particularly professional nurses, to facilitate 
the optimisation of comprehensive treatment, care and support for HIV-positive 
children requiring antiretroviral therapy (ART) at primary healthcare clinics. This 
will be achieved by exploring the experiences of two groups of participants. Firstly 
the healthcare professionals who are providing treatment, care and support for 
HIV positive children who require antiretroviral at PHC clinics and secondly, the 
parents/caregivers of HIV positive children attending these clinics. 
 
The secondary purpose of this research is to develop, describe and evaluate 
guidelines as a framework of reference for the implementation of the 
abovementioned model. 
1.4 RESEARCH OBJECTIVES 
The following objectives are proposed in order to achieve the overall purpose of 
this study: 
• To identify the central concepts of a nursing model for optimising 
comprehensive treatment, care and support by conducting a field study. 
This will be done by exploring and describing how healthcare professionals 
and parents/caregivers experience the provision of comprehensive 
treatment, care and support provided for HIV-positive children requiring 
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antiretroviral therapy at primary healthcare clinics 
• To define and classify the identified concepts 
• To describe the relationship statements or propositions between the 
concepts 
• To develop a nursing model to assist the healthcare professionals at 
primary healthcare clinics to optimise comprehensive treatment, care and 
support for HIV-positive children requiring antiretroviral therapy and their 
parents/caregivers  
• To describe the guidelines that will assist with the implementation of the 
model 
1.5  CLARIFICATION OF CONCEPTS 
It is necessary to ensure clarity when referring to the main issues and concepts in 
this study owing to the multiplicity of interpretations of concepts that are possible 
in the human health sciences (Lobiondo-Wood & Haber, 2010:58). Therefore, 
theoretical definitions and explanations are given for these concepts: 
Human immunodeficiency virus (HIV) and Acquired immune deficiency 
syndrome (AIDS) – HIV / AIDS 
HIV is a retrovirus that is able to undergo an unusual biological process in which 
the genetic material, which is in the form of single-stranded RNA, can be 
converted to double-stranded DNA within the host cell’s DNA, in the nucleus of the 
cell. The host cells are mainly the CD4 lymphocyte cells, which control and 
support the immune system (Evian, 2011:8).  
Acquired immune deficiency syndrome (AIDS) ‘is an aggregate of signs and 
symptoms and illnesses resulting from a compromised immune system’ (Evian, 
2011:144). The diagnosis of AIDS can be made, provided that there is laboratory 
evidence of HIV infection, as well as a conclusive diagnosis of specific indicator 
diseases, which are usually combined with CD4 and lymphocyte counts less than 
200 cells/mm3 (Evian, 2011:144).  
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Comprehensive treatment, care and support 
Comprehensive care refers to responding to the needs of a person living with 
HIV/AIDS in a holistic way, which involves a variety of information, resources and 
services to address a considerable range of needs. The basics include ‘diagnosis, 
treatment, referral and follow-up, nursing care, counselling and support to meet 
psychological, spiritual, economic, social and legal needs (Green, Dhaliwal, Lee, 
Nguyen, Curtis & Stock, 2003:17).  
Care and support are ‘based on an active concern for the well-being of others and 
ourselves’ (Green et al., 2003:17). According to the Concise Oxford English 
Dictionary (COED) (Soanes & Stevenson, 2008:1448), support means to ‘bear all 
or part of the weight of; give assistance, encouragement or approval to’, and 
‘need’ was previously defined as essential or necessary care, so in the context of 
this study, support needs for those with HIV include medical assistance or care 
and treatment by dedicated, trained healthcare professionals, psychosocial 
support, nutritional assistance, social supports such as grants and community-
based services and encouragement. 
HIV-positive children  
As defined in the COED (Soanes & Stevenson, 2008:246), a child is ‘a young 
human being below the age of full physical development’, which, according to 
Kibel, Saloojee and Westwood (2001:2–3), means until the age of 18, whereby the 
child is dependent, while progressing through the various developmental stages 
(Kibel et al., 2001:2). ‘Childhood covers the largest range of change (biological, 
psychological, and social) in the human lifetime’ (Kibel et al., 2001:2). For the 
purposes of this study, HIV-positive is added to the concept of children attending 
this particular clinic, and is defined as children who have acquired the human 
immunodeficiency virus from their mothers during pregnancy, childbirth and breast 
feeding (Evian, 2011:307). The children in this study will be in the age group of 
less than six years, or non-school-going age, since this age group is currently 
most affected by mother-to-child transmission, and is the group with the highest 
mortality rates, particularly in the Eastern Cape.  
Parents/caregivers 
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‘Parent’ is defined as ‘father or mother’ (Soanes & Stevenson, 2008:1040), and 
additionally as ‘an animal or plant from which younger ones are derived’, which in 
the context of this study refers to the mothers and/or fathers of the HIV-positive 
children who are attending the primary healthcare clinics. ‘Caregiver’ is another 
name for carer, which means ‘a family member or paid helper who regularly looks 
after a sick, elderly or disabled person’ (Soanes & Stevenson, 2008:213). In this 
study, the term ‘caregiver’ will refer to those family members who assist in looking 
after vulnerable, orphaned children who are also HIV-positive and in need of care 
(Van Dyk, 2008:271).  
In the experience of the researcher, most texts and articles refer to those who care 
for HIV-positive children in their parents’ absence as caregivers. Therefore for the 
purposes of this study, the researcher will refer to caregivers as the person with 
whom the HIV-positive child lives, and who cares for the child permanently owing 
to the absence of his/her parents. 
Conceptual framework 
‘Conceptual’ means ‘relating to or based on mental concepts’ where a concept is 
‘an idea or mental picture of a group or class of objects’ (Soanes & Stevenson, 
2008:296). According to Holloway (2008:43), ‘the production and development of 
concepts is a characteristic of qualitative research’ and the generation of concepts 
is an essential feature of qualitative research, as are links between concepts, 
which are required as components of theory, in the context of this research. 
Mouton (2009:195) points out that scientific statements do not exist in isolation, 
and conceptual frameworks have specific functions within research, such as ‘the 
heuristic function of models’. The word ‘framework’ itself, according to the COED 
(Soanes & Stevenson, 2008:563), means ‘an essential supporting or underlying 
structure’. In this study the conceptual framework will refer to the themes analysed 
from the data collection, which will then form the basis of the development of the 
nursing model. 
Healthcare professionals 
Within most cultures, care of the sick is seen as entailing special duties, codified 
as a set of moral standards which govern professional practice. Such practices 
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encourage nurses, pharmacists and doctors, amongst others, to act in the best 
interests of their patients, refrain from taking advantage of those in their care, and 
to use their skills in a manner which preserves the honour of their profession. 
Norm-setting bodies increasingly reflect accepted concepts of human rights and 
patient rights within professional ethical codes. Currently multidisciplinary practice 
has sought to stimulate the growth of a new discipline of ‘health-care ethics’ which 
seeks to provide uniformity and common standards regarding care of patients 
across long-established professional boundaries via respective professional 
organisations  (Marcovitch, 2005:249–250).  
The context of this study is primary health care where a core group of health 
professionals working in primary healthcare clinics will have first contact with a 
patient needing or wanting medical attention, particularly HIV/AIDS treatment, care 
and support. The primary health-care services include those provided by the 
general primary healthcare services, as well as chronic care, antenatal, postnatal, 
family planning, general, HIV/AIDS and TB, to name a few. Community health 
services such as primary healthcare clinics, the context of this study, are those 
offered outside the hospitals (Marcovitch, 2005:581). 
Healthcare systems are strongly influenced by the environment in which they 
function. For instance, shortage of funds or human resources has an influence on 
the results of patient care delivery. Equally, the disease profile of epidemics such 
as HIV/AIDS and tuberculosis impacts heavily on resources and facilities, as it is 
doing in South Africa (Booyens, 2008:3). Healthcare organisations such as 
primary healthcare clinics function within the health system (Booyens, 2008:3). 
Nurse practitioners are the healthcare professionals who have constant direct 
contact with the patient (Jooste, 2009:390) and who refer to the other members of 
the healthcare team as required (Lundy & Janes, 2009:151). 
The term ‘healthcare professional’, for the purposes of this study, will refer to 
nurses, doctors and pharmacists who are providing comprehensive treatment, 
care and support for HIV-positive children requiring antiretroviral therapy at  
primary healthcare clinics. 
Primary healthcare clinics 
25 
CHAPTER ONE:  ORIENTATION TO THE STUDY 
In South Africa, primary healthcare services have developed over many years, 
even before the Alma Ata Conference in 1978, in which primary healthcare was 
propagated by WHO (Hattingh, Dreyer & Roos, 2006:60). The concept was 
defined at Alma Ata as ‘essential care which is based on scientifically sound and 
socially acceptable methods and technology, made universally accessible to 
individuals and families, in their community, through their full participation and at a 
cost that the community and country can afford’ (Hattingh et al., 2006:60–61). 
Primary healthcare clinics should be available, accessible and affordable, where 
minor and more serious illnesses should be treatable, a one-stop service to bring 
healthcare as close as possible to where people live and work, to assist 
communities who need comprehensive and continuous care (Lundy & Janes, 
2009:135). In this study, the primary healthcare clinics are where the HIV-positive 
children and their accompanying parents/caregivers are accessing comprehensive 
treatment, care and support. 
Nursing model 
‘Nurse’ refers to ‘a person trained to care for the sick or infirm’ (Soanes & 
Stevenson, 2008:982). Nurses form part of a multidisciplinary team who work 
together in partnership for the benefit of their clients/patients, and for the health of 
the community that they serve (Holland, Jenkins, Solomon & Whittam, 2008:9). 
The nurse is the person who assists the patient with the promotion and 
maintenance of health and the prevention of disease, and works in partnership 
with the patient to enable the patient to remain an autonomous, decision-making 
person (Holland et al., 2008:9).  
A ‘model’, also termed ‘conceptual model’, is a set of highly abstract related 
constructs that broadly explain phenomena of interest, express assumptions, and 
reflect a philosophical stance (Mouton, 2009:117). Denzin and Lincoln (2003:135) 
define models or paradigms as ‘a basic set of beliefs that guide action’ and are 
human interpretations of a phenomenon. In the context of this research, the 
nursing model that is developed would serve to assist the healthcare professionals 
to optimise comprehensive treatment, care and support for HIV-positive children 
requiring antiretroviral therapy. 
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1.6 PARADIGMATIC PERSPECTIVE 
A ‘paradigm’ is ‘a set of laws, theories, methods, and applications that form a 
scientific research tradition’ (McBurney & White, 2007:24). These are used by the 
qualitative researcher, who is termed a philosopher in the sense that he/she is 
‘guided by highly abstract principles’ (Bateson, 1972:329, in Denzin & Lincoln, 
2003:33), which culminate in the overall view of the qualitative researcher 
regarding how he or she ‘sees the world and acts in it’ (Denzin & Lincoln, 
2003:33). A paradigm then is defined as a ‘particular way of viewing a 
phenomenon in the world’ (Burns & Grove, 2009:53, 712), which lends itself to a 
quest for understanding the study topic and for in-depth inquiry (Henning, Van 
Rensburg & Smit, 2004:3). 
The researcher will use the model of Health for All, which was conceptualised in 
1973 by the executive board of the World Health Organisation (WHO), following a 
study of the world health situation, in which it was concluded that health services 
in many countries were not achieving equitable health for all people (Kleczkowski, 
Roemer & Van Der Werff, 1984:7). The services in most countries were found to 
be provided in a mainly curative manner, with the availability of health services 
being poorest at community level, where the need was greatest. This led to 
discussions at international level to begin to enhance the relevance of health 
service systems in order to meet the needs of the majority of people within the 
existing socioeconomic realities (Kleczkowski et al., 1984:7).  
The researcher will use the model of Health for All propounded by the WHO since 
1978 as the foundation for the study. This model has as an underlying assumption 
the stratagem that health should be within reach of everyone, and that essential 
care should be brought to the entire population, especially the ones with greatest 
need. The urgent health problems of developing countries are not related to one 
direction alone, but are equally related to poverty, infection, malnutrition, lack of 
accessible potable water and multiple environmental hazards. Therefore, Health 
for All proposes that the highest level of health requires the action of many social 
and economic sectors in addition to the health sector, which in the opinion of the 
researcher emphasises the need for other sectors of society to be involved in 
healthcare for individuals, families and the community. Primary healthcare is 
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identified as the focus for healthcare in this model and as a means for achieving 
the goal of Health for All (Campana, 2012). Accordingly, primary healthcare was 
viewed as the medium that would drive this process. 
‘In 2001 another modified version of a global strategy on health was formulated in 
the Declaration on Healthcare for All and endorsed by the Conference on 
Healthcare for All in Antwerp, Belgium’ (Van Rensburg, 2004:32), where there was 
a conspicuous change in terminology from ‘health’ to ‘healthcare’ because access 
to healthcare is seen as a fundamental human right (Van Rensburg, 2004:32). To 
enable the Declaration on Healthcare for All (2001) (Van Rensburg, 2004:32) to 
become a reality, national governments, international organisations, all agencies 
and individuals concerned with health and development were called on to: 
• Recognise access to healthcare for all, requiring adequate human 
resources, infrastructure, essential drugs and commodities, as a basic 
human right, and as essential for the control of the poverty-related diseases 
• Acknowledge the need for multisectoral approaches to reduce the burden 
of HIV/AIDS, tuberculosis, malaria and other infectious and non-
communicable diseases 
• Ensure that specific disease control programmes strengthen regular health 
systems and that they are coordinated with other programmes and 
interventions 
• Ensure that health systems are responsive to the needs and expectations 
of the populations, benefit from fair and sustainable financing and 
contribute to improving health outcomes 
• Strengthen in partnership the financial, logistical, operational and scientific 
capacities of the low-income countries to improve their health services and 
disease control programmes and to orient international research to the 
needs of people and health systems 
• Facilitate and encourage the development and management of human 
resources in the health sector and ensure that market mechanisms allow 
and promote global access to essential drugs and health promoting 
commodities 
• Share this declaration and the goal of Healthcare for All as a common 
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agenda which all stakeholders can unite 
This declaration supports all health initiatives to realise Health for All and renews 
the commitment of the international community to provide Healthcare for All. The 
declaration is a reaffirmation that accessible, efficient, adequate and equitable 
healthcare for all is the most urgent need for improving global health, fighting 
diseases and reducing poverty (Van Rensburg, 2004:32). 
1.7 RESEARCH DESIGN AND METHODS 
A brief outline of the research design and methods that will be utilised in this study 
is described below. 
1.7.1 RESEARCH DESIGN 
A theory-generating design, based on a qualitative, explorative, descriptive and 
contextual research approach, will be implemented by the researcher to achieve 
the research objectives. A full description of this design will be presented in 
Chapter 2. 
1.7.2 RESEARCH METHODS 
The process of theoretical model generation will be conducted according to the 
steps of theory generation as proposed by Walker and Avant (2005:25–31), 
Dickoff, James and Wiedenbach (1968:423) and Chinn and Kramer (2008:186–
218; 219–249). 
• Step One: Concept analysis 
• Step Two: Placing the concepts in relationships 
• Step Three: Description of the model 
• Step Four: Guidelines to operationalise the model 
Each of these steps and how they will be applied to the study will be discussed in 
detail in Chapter 2. Table 1.5 presents a summary of the research methods in the 
theory development process: 
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TABLE 1.5:  SUMMARY OF RESEARCH DESIGN METHODS 
THEORY 
GENERATION 
LEVEL 
RESEARCH METHOD REASONING 
STRATEGY  DATA COLLECTION DATA ANALYSIS 
Step One:  
Concept Analysis 
• Population 
Healthcare 
Professionals and 
parents/caregivers of 
HIV-positive children 
 
 
 
 
• Coding according to 
Creswell’s data analysis 
spiral (2007:150-155) 
• Independent coder 
• Themes and sub-
themes 
• Literature control 
Induction 
Analysis 
Synthesis  
Step 1.1 
Concept Identification 
 
 
 
 
 
 
• Sample method 
Purposive,criterion-
based sampling 
• Method of data 
collection: 
Individual  
in-depth interviews 
  
Step 1.2 
Concept definition and 
classification 
• Results from Step 1.1 
concept identification 
from validated 
narratives, observation 
and literature 
• Dictionary and subject 
definitions of identified 
concepts 
• Identification of 
attributes and concepts 
• Model case 
• Conceptual definition of 
main concept 
 
Analysis 
 
 
 
 
 
Synthesis 
Step two: 
Placing the concepts 
in relationships 
 
 
A tentative model 
Relationship  
statements from the 
model 
• Concepts are placed in 
relationship to each 
other to form 
relationship statements 
 
 
 
 
 
 
• Literature review 
• Concepts from Step 1 
are placed in context 
• Relationship statements 
between the concepts 
of the model which are 
formed 
 
 
 
Synthesis 
Step Three: 
 
 
Description of the 
Model 
Literature review • Structure and process 
description according to 
Chinn and Kramer 
(2008:228, 233-235). 
• Evaluation of the model 
by using the strategies 
of Chinn and Kramer 
(2008:281-286) and 
 
 
 
 
 
 
 
Synthesis 
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THEORY 
GENERATION 
LEVEL 
RESEARCH METHOD REASONING 
STRATEGY  DATA COLLECTION DATA ANALYSIS 
through consultation 
with relevant experts 
• Describe the application 
of the model in practice, 
research and education 
Step Four: 
Model 
operationalisation 
 • Guidelines to 
operationalise the 
model in practice, 
research and education 
• Deductions and 
recommendations 
Synthesis 
 
 
 
 
Deduction 
 
1.8 APPROACHES TO THEORY BUILDING 
Synthesis, derivation and analysis are the three basic approaches to theory 
building postulated by Walker and Avant (2005:30–31). The implementation of 
these approaches in the development of a nursing model for optimising 
comprehensive treatment, care and support for HIV-positive children requiring 
antiretroviral therapy at primary healthcare clinics will be discussed in detail in 
Chapter 2. 
1.9 MEASURES TO ENSURE TRUSTWORTHINESS AND AUTHENTICITY 
OF THE STUDY 
Authenticity will be achieved by the researcher conveying information obtained 
from the participants in a fair manner, reporting accurately, obtaining informed 
consent from each person interviewed, and ensuring the premise of doing no 
harm by fully explaining to all participants the concept of informed consent and 
their freedom to choose to participate or not (Marshall & Rossman, 2011:237). 
This could be achieved by building up a position of trust with each participant 
(Welman, Kruger & Mitchell, 2005:199). According to Polit and Beck (2012:62), 
qualitative researchers must take steps to ensure trustworthiness of the data by 
confirming that the findings correctly reflect the experiences and viewpoints of 
participants. The researcher will make judgements of trustworthiness possible 
through developing credibility, transferability, dependability and confirmability. 
Each of these aspects will be discussed in more detail in Chapter 2. 
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1.10 CHAPTER DIVISION 
The research study will be divided into six chapters and the format will be: 
Chapter 1:  Orientation to the study  
Chapter 2: Research design and methods 
Chapter 3: Discussion of results and literature control: Healthcare 
professionals 
Chapter 4:  Discussion of results and literature control: 
Parents/caregivers 
Chapter 5: A description of the development of a chronic care 
coordination model for HIV-positive children requiring 
antiretroviral therapy at primary healthcare clinics  
Chapter 6: A description of a chronic care coordination model for 
HIV-positive children requiring antiretroviral therapy at 
primary healthcare clinics 
Chapter 7: Conclusions, limitations and recommendations 
1.11 CHAPTER SUMMARY 
This discussion is a brief review of the history of HIV/AIDS and the progress in 
treatment care and support for children in particular with current policy, guidelines 
and recommendations highlighted. The problem statement and research 
objectives are stated within the context of the research and the research 
methodology and ethical principles are outlined and discussed. 
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CHAPTER TWO  
RESEARCH DESIGN AND METHODS 
2.1 INTRODUCTION 
Chapter 1 provided an orientation and introduction to the purpose of this research 
study. The research objectives were introduced and the paradigmatic framework 
was described. A brief description of the research design and methods was 
provided, but will be discussed in more detail in chapter 2. The research design 
and methods will be based on the four steps of theory generation referred to in 
chapter 1. In this chapter, the purpose and objectives of this study will be placed in 
context. 
2.2 PURPOSE OF THE RESEARCH 
The primary purpose of this research was to develop a model as a framework of 
reference for healthcare professionals, particularly professional nurses, to facilitate 
the optimisation of comprehensive treatment, care and support for HIV-positive 
children requiring antiretroviral therapy (ART) at primary healthcare clinics. This 
was achieved by exploring the experiences of two groups of participants. Firstly 
the healthcare professionals who were providing treatment, care and support for 
HIV positive children who required antiretroviral at PHC clinics and secondly, the 
parents/caregivers of HIV positive children attending these clinics. 
 
The secondary purpose of this research was to develop, describe and evaluate 
guidelines as a framework of reference for the implementation of the 
abovementioned model. 
2.3 RESEARCH OBJECTIVES 
The following research objectives were proposed in order to achieve the overall 
purpose of this study:  
• To identify the central concepts of a nursing model for optimising 
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comprehensive treatment, care and support by conducting a field study. 
This was done by exploring and describing how both the healthcare 
professionals and parents/caregivers experienced the provision of 
comprehensive treatment, care and support provided for HIV-positive 
children requiring ART at primary healthcare clinics 
• To define and classify the identified concepts 
• To describe the relationship statements or propositions between the 
concepts 
• To develop a nursing model to assist the healthcare professionals at 
primary healthcare clinics to optimise comprehensive treatment, care and 
support for HIV-positive children requiring ART  
• To describe the guidelines that will assist with the implementation of the 
model 
The research design and methods used to achieve the above purpose and 
objectives are described in the following paragraphs. 
2.4 RESEARCH DESIGN AND METHODS 
According to Burns and Grove (2009:41), ‘A research design is a blueprint for 
maximizing control over factors that could interfere with a study’s desired 
outcome.’ The control provided by the design increases the probability that the 
results will be accurate reflections of reality. Accordingly, the researcher should 
select the most appropriate design to meet the aims and objectives of the study 
(Parahoo, 2006:183‒184). Conversely, research methods consist of the 
systematic, methodical and accurate execution of the research design (Rebar, 
Gersch, Macnee & McCabe, 2011:29). 
2.4.1 RESEARCH DESIGN 
A theory-generating design based on a qualitative, explorative, descriptive and 
contextual research approach was implemented by the researcher to achieve the 
research objectives. 
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2.4.1.1 Theory-generating study 
Theory-generating studies are intended to lead to the development of yet 
unknown theories and new models with which to explain specific phenomena 
(Streubert & Carpenter, 2011:11). In qualitative research, theory is generated 
within a version of a ‘truth’ that is context specific and located within a meaning 
that the experience or event has for individuals (Watson, McKenna, Cowman & 
Keady, 2008:5). According to Chinn and Kramer (2008:182) theory is ‘a creative 
and rigorous structuring of ideas that projects a tentative, purposeful, and 
systematic view of phenomena’.  
Theory development then is the overall goal of theory-generating studies that 
contains distinguishable components such as concept identification, classification 
and definition of concepts. Additionally theory generation proposes specific 
relational statements between concepts that assist in guiding the growth and 
enrichment of the emerging theory. The use of qualitative evidence in practice is 
an effort towards ensuring that practitioners provide healthcare that is conceptual 
and adds to the body of knowledge of nursing (Morse, Swanson & Kuzel, 
2001:237; Walker & Avant, 2005:25‒30). 
Theory or model building occurs mainly through inductive and deductive strategies 
(Polit & Beck, 2008:144‒145). The researcher will use inductive strategies for 
conceptualisation, and deductive strategies for discussing the relationships 
between concepts. A theory is considered to mean the contemplation of an idea or 
some reality, a representation of reality that is malleable and modifiable, and can 
therefore be utilised to improve practice (Morse et al., 2001:235). Models are 
visual representations of such theories, and accordingly were deemed appropriate 
for use in this study (Burns & Grove, 2009:152). Theory generation requires that 
the approaches and elements are used in such a way as to show evidence of 
precision and rigour. Creativity and imagination play an equally important role in 
the essential redefinition of concepts during the concept development process 
(Walker & Avant, 2005:52‒53; 219). 
According to Chinn and Kramer (2008:219‒220), in the theory-generative 
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approach scientific knowledge is accumulated specifically and in an orderly 
fashion to achieve a function. In this study the purpose of theory development was 
to generate a nursing model as a framework of reference for nursing practice, 
research and education. Theory building consists of three elements with three 
basic approaches for working with these elements (Walker & Avant, 2005:26‒29), 
as seen below: 
• Elements of theory building 
The three elements are concepts, statements and theories (Walker & Avant, 
2005:26‒29). 
o Concepts 
Concepts are the basic building blocks of theory (Hardy, 1974, in Walker & Avant, 
2005:26) and are mental images of phenomena, ideas or constructs in the mind 
about a thing or an action (Kaplan, 1964, in Walker & Avant, 2005:26). Theory 
development normally begins at the level of concepts and statements. A theorist 
might start with concept development. The researcher in this study identified 
concepts from the information received from all the participants in order to classify 
their experiences in a meaningful way. These concepts provided a foundation for 
the development of a model as a framework of reference for professional nurses 
to facilitate the optimisation of comprehensive treatment, care and support for HIV-
positive children requiring ART at primary healthcare clinics. The four steps for 
theory generation are discussed later in the chapter. 
o Statements 
A statement is an extremely important component in building a scientific body of 
knowledge. It assists in binding the concepts together. Relational statements were 
used to verify a relationship of some kind between two or more concepts (Walker 
& Avant, 2005:27). 
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o Theories 
A theory is an internally consistent group of relational statements that presents a 
systematic view about a phenomenon that is useful for description, explanation, 
prediction and prescription or control (Walker & Avant, 2005:28). This theory was 
constructed to express how healthcare professionals at primary healthcare clinics 
could render healthcare services relevant to the needs of children requiring ART. 
• Approaches to theory building 
The researcher is required to be clear about the area of interest in order to 
determine a suitable theory-building strategy. The researcher must decide whether 
to focus on concepts, statements or the overall theory. Furthermore, a theory 
builder may move back and forth among the three basic approaches, which are 
described below (Walker & Avant, 2005:30). 
o Synthesis 
A great deal of clinical research consists of collecting large amounts of data in 
order to filter out important factors and relationships. Synthesis can aid in this 
filtering process (Walker & Avant, 2005:30). The main aim of synthesis is to 
formulate a knowledge statement, which requires that the researcher combine 
various truths, viewpoints, facts, suggestions, arguments, concepts and 
perspectives into a meaningful and articulate whole in order to gain insight into the 
phenomenon and document them in a logical fashion (Burns & Grove, 2009:146‒
150). 
In this study, synthesis took place at the stage of data analysis, during which data 
was placed into categories and sub-categories so that meaningfully coherent 
central themes could be produced (Saldaña, 2010:15‒21). Using the above 
process the researcher was able to analyse the results obtained from the in-depth 
individual interviews and field notes, in order to identify important relationships and 
to describe the main concepts relevant to the development of the model (Walker & 
Avant, 2005:30). Synthesis was therefore utilised in this research to construct new 
concepts, statements and a theory. 
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o Derivation 
Analogy and metaphor are the basis of derivation. Derivation, which allows the 
theorist to transpose and redefine a concept, statement or theory from one context 
to another (Walker & Avant, 2005:31), can be used to provide a means to theory 
building. The researcher can do this by shifting the terminology or a structure from 
one field or context to another in order to derive descriptions of phenomena that 
are relevant to the research study (Walker & Avant, 2005:31).  
o Analysis 
Walker and Avant (2005:31) cite Bloom (1956) in asserting that the use of analysis 
allows a theorist to dissect a whole into its component parts so that it can be better 
understood. Analysis was used to clarify, refine and sharpen concepts for 
developing the model for this study. 
2.4.1.2 Qualitative research 
The term ‘qualitative research’ emphasises certain significant characteristics such 
as a belief in multiple realities, a commitment to identifying an approach to 
understanding that supports the phenomenon being studied and a commitment to 
the participant’s perspective or experiences (Streubert & Carpenter, 2011:20). In 
addition, the inquiry is conducted in such a way that there is minimal disruption of 
the natural context of the phenomenon, and the data should be reported in a 
literary style that is rich with participants’ commentaries (Streubert & Carpenter, 
2011:20). Qualitative research then is oriented towards understanding human 
nature; in fact, this is considered the main strength of this genre. The use of 
qualitative research assists the researcher to recognise the value of nursing or 
healthcare on the patient by providing valuable information on attitudes and 
satisfaction, which can be used to improve care (Bassett, 2004:4). 
Qualitative research was therefore appropriate for this study because the 
researcher intended to explore and describe how the healthcare consumers ‒ in 
this case the parents/caregivers and the healthcare professionals, who consisted 
of professional nurses, pharmacists and medical practitioners in the antiretroviral 
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departments of primary healthcare clinics in the Eastern Cape Province, 
specifically Nelson Mandela Bay Municipal area ‒ experience the comprehensive 
treatment, care and support provided for HIV-positive children requiring ART. In-
depth individual interviews were implemented to obtain the data (Miller & 
Glassner, 2011:137). 
Qualitative research is considered creative and interpretive, and qualitative 
elucidations are constructed by the researcher (Denzin & Lincoln, 2008:34). The 
interpretive practice of making sense of the research findings assists the 
researcher to consolidate all that she had learnt during her time in the field in 
order to discover concepts and relationships in the raw data (Denzin & Lincoln, 
2008:35). The identified concepts were then used in the development of a model, 
which was utilised as a framework of reference for nursing in order to facilitate the 
optimisation of comprehensive treatment, care and support for HIV-positive 
children requiring ART. 
2.4.1.3 Exploratory research  
An essential distinguishing feature of qualitative research is exploration as a 
means to understand the perceptions and actions of participants. Exploration in 
qualitative research is considered to be inductive, interactive, and holistic, and is 
accomplished by means of flexible and reflexive methods of data collection and 
analysis (Parahoo, 2006:63). The term ‘exploration’ in the qualitative context is 
based on the assumption that researchers can understand perception and 
behaviour only from the participants’ own experiences, in their own words and in 
the context in which they live and work. In other words, the purpose of exploration 
is to gain a better understanding of how people think, and of their behaviour as 
individuals, and as part of a group (Parahoo, 2006:63). The researcher explored 
how the healthcare professionals and the parents/caregivers experienced the 
comprehensive treatment, care and support provided for HIV-positive children 
requiring ART at primary healthcare clinics. 
2.4.1.4 Descriptive research 
Descriptive designs are used to answer research questions that seek to describe 
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phenomena of interest as accurately as possible (Rebar  et al., 2011:189) and 
particularly about which little theoretical or factual knowledge is available 
(Parahoo, 2006:184). Descriptive methods are also used to try to predict 
behaviour (Welman et al., 2005:23). The description in this research was done by 
clarifying and defining the critical key concepts and showing evidence of the 
interrelationships between the concepts. The descriptiveness of the research 
allowed for a rich and dense account of the verified interconnection between 
concepts and their relationships (Denzin & Lincoln 2008:16 & Babbie & Mouton, 
2009:80-81). 
Therefore a descriptive design was appropriate for this research study because 
very little information was available regarding healthcare professionals and 
parents/caregivers’ experiences of comprehensive treatment, care and support for 
HIV-positive children requiring ART at primary healthcare clinics. A description 
was therefore provided of the ways in which the healthcare professionals and the 
parents/caregivers experienced the comprehensive treatment, care and support 
for HIV-positive children requiring ART at primary healthcare clinics. The 
exploratory objective of the research provided the researcher with an opportunity 
to place the concepts in context regarding the relationship statements for the 
development, description, generation and formalisation of a model as a framework 
of reference for nursing in order to facilitate the optimisation of comprehensive 
treatment, care and support for HIV-positive children requiring ART are primary 
healthcare clinics (Babbie & Mouton, 2009:80‒81). 
2.4.1.5 Contextual research 
The context refers to the social-cultural, historical and temporal environment in 
which the research is situated, and includes the conditions in which it occurs, 
which is important because the above components can affect the way people think 
and act and therefore influence research enquiry (Holloway, 2008:51). This study 
was conducted at PHC clinics that have an antiretroviral site in Nelson Mandela 
Bay Health District (NMBHD), which is situated in the Western Region of the 
Province of the Eastern Cape (PEC), South Africa. The PEC has a population of 
6.8 million people, which is 13.50% of the national total, making the PEC the third 
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largest province in South Africa (StatsSA, 2011:3).  
According to the mid 2011 estimates from Statistics South Africa, South Africa’s 
population is 50.6 million, with Black Africans in the majority making up 79.5% of 
the population (StatsSA, 2011:3). Approximately 945,479 people live in Nelson 
Mandela Bay (NMB), which is one of six metropolitan areas in South Africa. 
Nelson Mandela Bay is located on the shores of Algoa Bay and consists of the 
cities of Port Elizabeth, Uitenhage and Despatch. It covers an area of 1,845 
square kilometres, 4% of which is rural. Approximately 250, 668 of the above 
population are children under the age of 14 (Eastern Cape Department of 
Economic Development & Environmental Affairs (DEDEA), 2008:111). 
The socio-economic profile of the Eastern Cape is marked by widespread and 
inherent poverty, racial, class and geographic inequality and profound backlogs in 
public services (Eastern Cape Department of Economic Development and 
Environmental Affairs (DEDEA, 2008:13). The populations in the areas that are 
serviced by the primary healthcare clinics with antiretroviral sites that will be used 
in this study live in informal settlements, made up of tightly clustered shacks, and 
in formal areas termed ‘townships’. A shack is a roughly assembled hut or cabin 
made from wood and cardboard with corrugated iron for roofing. Approximately 
13.7% of the potential participants of this study live in this type of housing 
(StatsSA Community Survey, 2007:17).  
The intended research population has limited access to water supplies and lacks  
sanitation, with only 46.7% of the population having piped water in their dwellings, 
and 60% with a flush or chemical toilet (StatsSA, 2007:17‒20).  StatsSA (2011:9) 
indicated that approximately one in four households in the Eastern Cape (25.0%) 
registered household consumption expenditure of less than R16,406.28 per 
annum. Correspondingly 25.7% of all households indicated that their standard of 
food consumption was less than adequate (StatsSA, 2011:16). The majority of 
local residents are Xhosa speaking and adhere to traditional Xhosa cultural norms 
and practices, including traditional healing and ancestral worship (Van Wyk, 
2011:54–57). 
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The parents/caregivers of the population that the researcher studied all have to 
attend the local clinics because hospital facilities that are close to them are limited. 
There were primary healthcare clinics reasonably close to most of the participants 
interviewed. The clinics in which the researcher performed interviews provide 
services such as mother and childcare, ante natal, post natal, treatment of minor 
ailments, chronic illnesses, tuberculosis, as well as HIV/AIDS comprehensive 
treatment, care and support (ART). The areas in which the primary healthcare 
clinics are situated are among those in the Eastern Cape with extremely low socio-
economic circumstances. As an example, only an estimated 6% of individuals of 
working age are currently employed in the Eastern Cape. There is no doubt that 
many people in the Eastern Cape are living under extremely poor conditions 
(Loeb, Eide, Jelsma, Toni & Maart, 2008:319). 
The healthcare professionals working in the above clinics make up the balance of 
the population studied by the researcher, and were heterogeneous in terms of 
ethnicity, occupation, gender and qualifications. The majority of healthcare 
professionals interviewed for this study were professional nurses, because the 
primary healthcare clinics are mostly staffed by this category of professional 
worker. When reviewing the health professionals per 10,000 population table for 
the public sector in South Africa, this observation is borne out. There are 3.70 
medical practitioners per 10,000 population in South Africa, 2.33 pharmacists and 
18.52 professional nurses, all per 10,000 population (Human Resources for Health 
South Africa, 2012:31). The Eastern Cape has the second lowest amount of 
healthcare professionals in South Africa with a total (public and private) of 44.38 
per 10,000 population. The majority of the medical practitioners and pharmacists 
work in the private health sector, while the majority of professional nurses work in 
the public sector (Human Resources for Health South Africa, 2012:31); hence the 
numbers of professional nurses, as opposed to other healthcare professional 
categories, working in primary healthcare clinics. 
2.4.2 RESEARCH METHODS 
Research methods describe the overall process of how the researcher 
implemented the research study, including who was involved in the study and how 
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the information was collected. Therefore, the research method comprises the 
systematic, methodical and accurate execution of the research design (Rebar et 
al., 2011:29). The process of theory generation will be conducted according to the 
steps as proposed by Walker and Avant (2005:30–31); Dickoff, James and 
Wiedenbach (1968:423) and Chinn and Kramer (2008:186–218; 219–249). These 
steps are as follows: 
• STEP ONE:  Concept analysis 
• STEP  TWO:  Placing the concepts in relationships 
• STEP THREE: Description of the model 
• STEP FOUR: Guidelines to operationalise the model 
Each of these steps will now be discussed and applied to the study. 
2.4.2.1 Step One:  Concept Analysis 
Three attributes are included in concept analysis, namely concept identification, 
concept definition and classification. Concepts are the basic units of analysis and 
therefore concept analysis allows one to examine the attributes or characteristics 
of a concept (Burns & Grove, 2009:127). According to Dickoff et al. (1968:422) 
and Chinn and Kramer (2008:186‒190), identifying concepts from fieldwork and 
creating conceptual meaning provides a foundation for developing theory. The 
analysis of concepts therefore played a relevant role in theory generation. Walker 
and Avant’s (2005:63‒65) approach to concept identification was used in this step, 
during which the researcher was required to adhere to clear and precise 
definitions of the identified concepts. This enabled the researcher to achieve and 
construct an accurate and true reflection for the theoretical foundation of the 
development of the model (Walker & Avant, 2005:64). The analysis proceeded 
from concept identification to classification and finally to concept definition. 
2.4.2.1.1 Concept identification 
Concept identification means that the researcher will identify the concepts that will 
form the basic fabric of the theory. As the concepts are quantified or begin to form, 
early ideas about the structure of their relationships begin to emerge. The 
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researcher recognised one or two primary or central concepts around which the 
theoretical relationships could be built. During the identification of concepts and 
their conceptualisation, theoretic definitions emerged that formed the basis for 
operational definitions that help to convey the general meaning of the concept 
(Chinn & Kramer, 2008:209‒210). These concepts therefore served as a frame of 
reference in the development, description, evaluation and provision of guidelines 
for nursing to facilitate the optimisation of comprehensive treatment, care and 
support for HIV-positive children requiring ART at primary healthcare clinics 
(Burns & Grove, 2009:146‒147). The techniques that facilitated the use of the 
qualitative descriptive research methods used in this study are discussed below:  
a) Research population and sampling 
According to Procter, Allan and Lacey (2010:142‒143) the research population is 
a subset of the target population from whom the sample will be taken. In other 
words, the researcher will recruit participants who fit the inclusion criteria, which is 
the designated set of criteria for the study, and are accessible. The research 
population for this study comprised two groups, namely healthcare professionals 
working in the antiretroviral services provided within primary healthcare clinics, 
and the healthcare consumers, consisting of parents/caregivers of HIV-positive 
children requiring ART at primary healthcare clinics in Nelson Mandela Bay 
(NMB). 
A sample is defined as ‘a smaller group, or subset of a group, of interest that is 
studied in research in order to gain knowledge about other similar patients or 
people’ (Rebar et al., 2011:31). According to Richards (2010:36), the sampling 
strategies of qualitative research are guided by the underlying principles of gaining 
fluid, rich, complex, naturalistic and holistic information.  
The purposive sampling technique was used to select a sample of healthcare 
professionals and parents/caregivers in all the identified primary healthcare clinics 
that offer antiretroviral services for adults and children. Lobiondo-Wood and Haber 
(2010:228) describe purposive sampling as a strategy in which the researcher’s 
knowledge of the population and its components is used to select the cases that 
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will be included in the sampling. In this way the researcher will choose subjects 
who are regarded as representative of the population. Holloway (2008:212) 
indicates that the selection of participants is criterion based. In other words the 
researcher chooses certain criteria on which the selection of the sample is based. 
Two research population groups were included in this study, namely healthcare 
professionals and parents/caregivers (healthcare consumers). Accordingly the 
sampling was implemented as follows: 
• Group 1: Healthcare professionals 
The researcher purposively chose six primary healthcare clinics from which to 
interview healthcare professionals. Purposive sampling was used because the 
quality of information obtained per sampling unit is considered more important in 
qualitative research than numbers (Hansen, 2006:52). Qualitative research 
requires in-depth study and smaller samples, chosen from the researcher’s 
knowledge of the population (Hansen, 2006:52; Babbie & Mouton, 2009:166). The 
clinics chosen were situated in areas that were considerable travelling distances 
from the regional hospital that had hitherto been exclusively attending to children 
requiring ART. There has been a move to decentralise and downscale 
antiretroviral services, initially for adults and more recently for children. The 
primary healthcare clinics were expressly chosen because the researcher 
reasoned that the parents/caregivers would prefer to utilise the facility that was 
closest to them to limit the high costs of transport and concurrently time out of 
work. The researcher interviewed all professional nurses, doctors and pharmacists 
working with parents/caregivers of the children requiring and receiving ART at 
each primary healthcare clinic. The criteria for inclusion for this group of 
participants included the following: 
The healthcare professional must be: 
• Employed by the Department of Health as a registered nurse, medical 
practitioner or pharmacist 
• Able to communicate well in English and be able to express him/herself 
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• Employed at a primary healthcare clinic, with an antiretroviral site, for at 
least six months 
A total of nineteen healthcare professionals were interviewed, which consisted of 
four medical practitioners, four pharmacists, and eleven professional nurses. The 
reason for more professional nurses was discussed previously (refer 2.4.1.5 
Contextual research). The researcher discovered that the statistics mentioned 
above (refer 2.4.1.5 Contextual research) regarding the number of healthcare 
professionals in ratio to the population in South Africa were true in practice. A 
pharmacist was present at only three of the clinics where interviews were 
conducted, with two pharmacists at one clinic and one each in the other two 
clinics. At one of the clinics the pharmacist, although reflected on the staff roster, 
had been seconded to the pharmacy depot full time, and was therefore not 
available to the researcher or to staff and patients at the clinic. Medical 
practitioners were equally scarce, with full-time medical practitioners being present 
at only three of the clinics where interviews were conducted. The other clinics 
were fortunate if medical practitioners arrived for 4–6 hour sessions per week.  
• Group 2: Parents/caregivers 
The professional nurses would be the gatekeepers for the parents/caregivers and 
the individuals at each research site who would provide the researcher with 
access to the chosen research population (Creswell, 2009:178). The researcher 
provided evidence to each gatekeeper to prove that permission had been obtained 
to conduct research in the chosen clinics, in the form of letters of permission (see 
Appendices E, F, G & H). The researcher met with the professional nurses who 
were working with children at the antiretroviral section of each chosen primary 
healthcare clinic, in order to discuss the purpose and objectives of the research 
with them, as well as the selection criteria for inclusion in the study. The aim of 
each of these meetings was to inform the professional nurses about the research 
and to ask if they would be prepared to enquire from the parents/caregivers 
attending the clinic whether they would be willing to participate in the research 
study. The professional nurses at each clinic supplied the researcher with the days 
that children were accommodated at the clinic for ART so that the researcher 
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could attend on the appropriate days. The professional nurses agreed that the 
researcher should meet with participants on their allocated clinic days, again to 
avoid incurring extra expense for the parents/caregivers in the form of money for 
transport and time out of work to attend on another day.  
The researcher was present at each clinic on the specified days that 
parents/caregivers and their children attended the clinics and was able to meet 
with a few participants on each occasion, during the period of June–November 
2011. Most participants were cooperative, willing to be interviewed, and eager to 
assist the researcher in the study.  
 The criteria for inclusion of this group of participants included the following: 
 The parent/caregiver must be: 
• The parent or guardian of an HIV-positive child who is not yet attending 
school, and is attending a primary healthcare clinic providing an 
antiretroviral service in order to access comprehensive treatment, care and 
support in the form of ART 
• Able to communicate well in English and to express him- or herself clearly 
in order to avoid misinterpretations by the researcher 
• Open to the presence of a translator should he or she fulfil all other criteria 
except the language criterion 
Fifteen parents/caregivers were interviewed, six caregivers (five grandmothers 
and one aunt), eight mothers and one father. The sample sizes for Group 1 and 
Group 2 were determined by data saturation from the in-depth individual 
interviews, which was experienced after the fifteen interviews with 
parents/caregivers and the nineteen in-depth individual interviews with healthcare 
professionals. Data saturation was evidenced by the examination of data that 
yielded only recurrences of material that had already been discovered, coded and 
integrated, so that a full picture of the theoretical ideas emerged (Holloway, 
2008:215). 
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b) Entry to site 
It is important to obtain formal permission in order to gain entry into the sites 
chosen by the researcher, which is termed ‘gain entrée’ and involves negotiation 
with those who have the authority to permit entry into their domain (Polit & Beck, 
2010:78). Researchers negotiate with ‘gatekeepers’, so termed because they are 
the people who have the power to grant or withhold access to the chosen setting. 
There may be any number of gatekeepers at various places and levels in the 
hierarchy of an organisation. The researcher should ask not only the person 
directly in charge, but all others who hold the power to stop and start the data 
collection pertaining to the research (Polit & Beck, 2010:79).  
The gatekeepers in this research who were directly in charge of the various 
antiretroviral services in Nelson Mandela Bay, and who could allow the researcher 
access to both groups of participants, included the district manager of Nelson 
Mandela Bay who is in charge of provincially run clinics, the Nelson Mandela Bay 
Municipal Management which controls the Municipality clinics in this district and 
the Directorate of Epidemiological Research & Surveillance Management at the 
Eastern Cape Department of Health, who has overall control of all clinics both 
provincial and municipal. These gatekeepers were supplied with a letter from the 
researcher requesting permission to conduct the research study (see Appendix B 
and C). Once permission had been received from the above mentioned 
management structures (see Appendix G and H), the clinic managers at each 
primary healthcare clinic could be approached. The clinic managers were in a 
position to allow the researcher access to the healthcare professionals (Group 1 
participants) on their staff. Afterwards the researcher, having received the 
appropriate permission, could meet with the professional nurses who were in 
charge of the antiretroviral services at each primary healthcare clinic chosen for 
this study. The professional nurses could assist the researcher to obtain access to 
the parents/caregivers, who comprised Group 2 participants in this research study. 
According to Holloway (2008:107), the researcher should negotiate with 
gatekeepers using diplomacy and honesty, and by disclosing the path and 
purpose of the research. This is especially pertinent in healthcare settings, where 
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gatekeepers might be particularly sensitive to the findings of the research, which 
might be critical of their own actions. Additionally, the gatekeepers could be 
concerned about disruption of the workflow, which would affect both the 
healthcare professionals and the patients in a facility. Appointments for in-depth 
individual interviews were arranged telephonically or by email with the participants 
as soon as the right to entry to the sites had been obtained from the Faculty of 
Health Sciences Research, Technology and Innovation Committee (FRTI) (see 
Appendix E), NMMU Ethics Committee (Human) (see Appendix F), the Directorate 
of Epidemiological Research and Surveillance Management at the Eastern Cape 
Department of Health (see Appendix G) and Nelson Mandela Bay Municipality 
Public Health Directorate (see Appendix H). The district manager and the 
manager in charge of Municipal Health Services were both approached by a 
formal written request (see Appendices B and C). 
c) Data collection 
Data collection in this study involved using in-depth individual interviews and field 
notes (Babbie & Mouton, 2009:289). How the researcher manages the data 
collection process will greatly affect the ease with which the data is analysed, 
hence the need for high-quality data collection methods to ensure accuracy of the 
research conclusions (Streubert & Carpenter, 2011:33‒34). Data collection is 
described by Creswell (2007:118) as ‘a series of interrelated activities aimed at 
gathering good information to answer emerging research questions’. It is therefore 
important to find the right people or places to study and to gain access to, and 
develop rapport with participants so that they provide useful data (Creswell, 
2007:118). Data collection for this study was conducted from June to November 
2011, and comprised the steps suggested by Creswell (2007:118), which are 
included in figure 2.1 below:  
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FIGURE 2.1:  DATA COLLECTION ACTIVITIES  
• Gaining access and making rapport 
For the purpose of this study, the researcher has chosen in-depth individual 
interviews, in which the intent is to openly explore the understanding and 
experiences of the study participants in order to obtain the pertinent research data 
(Rebar et al., 2011:151). In-depth individual interviews are also referred to as one-
to-one interviews and are intended to obtain the perspectives of the participants 
(Holloway, 2008:134). According to Rebar et al., (2011:151) this form of data 
collection is dependent on the participants’ open sharing of their thoughts, feelings 
and experiences in order to allow the researcher to construct a description of the 
variable(s) under study. The researcher selected this method of data collection 
because she required rich in-depth data that could become a basis for theorising 
(Burns & Grove, 2009:510). 
In-depth individual interviews were therefore utilised to obtain relevant information 
from the participants in Group 1, that is, the healthcare professionals, and Group 
2, which consisted of parents/caregivers, regarding their experiences of the 
comprehensive treatment, care and support for HIV-positive children requiring 
Locating 
Site/Individual 
Gaining Access 
and Making 
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Purposefully 
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ART at primary healthcare clinics. These groups were chosen according to 
purposive sampling, which was explained previously. 
The researcher arranged the date and time of the interview with each of the 
participants in Group 1 per clinic to minimise disruption of the workday. The 
participants were interviewed at lunchtime or after hours. Each participant was 
given a letter to read which informed them in full of the purpose and objectives of 
the research study and focused on their rights regarding participation in the study 
(see Appendix A).  
• Recording information 
Permission was requested from the participants to use a digital recorder in order 
to record the interviews; this was done prior to starting each interview (see 
Appendix D). This was necessary to enable the researcher to record the exact 
words of the interview, inclusive of questions, so that she did not forget important 
answers and words. Using a digital recorder also allowed the researcher to have 
eye contact with the participants and to pay attention to what the participants said. 
• In-depth interviews 
According to Holloway (2008:134), unstructured interviews start with a broad, 
open-ended question within the topic area. The following question was posed to 
Group 1 (healthcare professionals): 
How do you experience the comprehensive treatment, care and support provided 
for HIV-positive children requiring antiretroviral therapy at primary healthcare 
clinics? 
Towards the end of the interview the participants were asked the following 
question: 
What recommendations would you like to make to enhance the comprehensive 
treatment, care and support provided for HIV-positive children who require 
antiretroviral therapy at primary healthcare clinics? 
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The question presented to Group 2 participants (parents/caregivers) was similar:  
Tell me how is it for you to receive the antiretroviral treatment for your child at this 
clinic? 
Towards the end of the interview, the participants were asked the following 
question: 
What do you think could be done to make the treatment, care and support that you 
receive at this primary healthcare clinic better? 
While interviewing each participant, the researcher sought to obtain an authentic 
insight into their experiences, which was assisted by using probes and follow-up 
questions (Burns & Grove, 2009:78). Interviewing was continued for both groups 
until the information shared by participants became redundant and no new 
information was being added, termed ‘saturation of data’ (Rebar et al., 2011:111). 
• Prompting 
 According to Holloway (2008:135), the researcher can use prompts to develop 
ideas that will be useful in the search for elaboration, meaning or reasons. 
Prompts are considered interventions that seek to clarify, for the interviewee, the 
kind of information a question is seeking to gather. Prompts are usually used 
where the participant has expressed uncertainty or incomprehension about the 
initial question (King & Horrocks, 2011:40). The researcher used prompting to 
encourage the participants to explore in greater depth and to reveal more detail 
and description of their experiences. Therefore the researcher rephrased and 
repeated words used by the participants to encourage them to continue with their 
stories.  
• Probing 
Probes are used to assist the participants to give more detail in their story telling, 
and are usually applied in the form of follow-up questions that encourage 
participants to expand on their initial answer (King & Horrocks, 2011:40). By using 
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probing, the researcher was able to obtain the fullest account possible from each 
individual participant. The researcher therefore used probing when more clarity 
was required and applied this by asking questions and comments such as ‘in what 
way’ and ‘tell me more about that’, which assisted in gaining more understanding 
of the participants’ responses (King & Horrocks, 2011:40). 
• Resolving field issues 
The researcher includes methodological notes in this section as a form of 
resolving field issues, in that keeping methodological notes provided a framework 
in order to assist the researcher to keep the methodology in mind, which included 
instructions to self (Babbie & Mouton, 2009:501). There are numerous field issues 
that a researcher might have to deal with and resolve, such as participants who 
become emotional while being interviewed (an example of potential ethical issues) 
and difficulties related to entry and access, such as the length of time involved in 
follow-up and the eventual receipt of letters of permission to enter the site, all of 
which the researcher has to contend with in order to collect the data required to 
complete the study (Creswell, 2007:138). The researcher in this study was able to 
adequately resolve field issues as they arose, in order to successfully complete 
the data collection process. 
• Storing data  
All data was dated, labelled and checked immediately after the interview to 
establish that it was accurately captured in case there was a necessity to repeat 
the interview. The researcher made contextual notes before the interview and field 
notes immediately afterwards while events and thoughts were still fresh in her 
mind (cf Holloway, 2008:97). The transcripts of the interviews were stored on two 
separate computers, as well as copies of the digital recordings, so that they were 
available should the need arise to check the data. There is also a full print set of 
the interviews or ‘hard copies’ which are in the researcher’s possession. 
d) Bracketing 
Bracketing requires that the researcher should remain neutral with regard to belief 
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or disbelief about aspects of the phenomenon under enquiry. The researcher 
therefore needed to identify any preconceived notions she might have had about 
the phenomenon that was being investigated. All pre-existing ideas, notions or 
facts have to be placed to one side or separated from the researcher’s self during 
this study (Creswell, 2007:58‒59). Bracketing is considered a cognitive process of 
consciously not making judgments about what one has heard or observed 
previously, in order to remain open to data as they are revealed (Streubert & 
Carpenter, 2011:27).  
Bracketing is an iterative process and part of the researcher’s reflexive journey, 
which was assisted by the researcher keeping a diary of personal thoughts and 
feelings in order to clarify her ideas. Once the researcher was clear about her own 
thoughts and ideas, she was able to set them aside, in other words being 
constantly aware of what she believes and consciously striving to keep this 
separate from what was shared by each participant during the interviews. By 
conducting this type of self-disclosure the researcher is enabled to remain 
cognisant of when data collection and analysis reflect his or her personal beliefs 
rather than the participants’ beliefs (Streubert & Carpenter, 2011:27). 
Bracketing in this research study was particularly important because the 
researcher had worked in HIV/AIDS services for seven years full time, and 
subsequently has remained well informed about developments in this field. The 
researcher maintains membership of various HIV/AIDS-related societies and 
participates actively in a current project to enhance educators’ knowledge of 
teaching about HIV/AIDS to nursing students. Accordingly, it was important for the 
researcher to be aware of, and critically self-reflect on the influence of her own 
background, perceptions and interests, as mentioned previously. Therefore, a field 
journal was also kept to describe and interpret her behaviour and experiences 
within the research context in order to become aware of biases and preconceived 
assumptions. If biases or preconceived assumptions had been evident, the 
researcher would have altered the way in which the data was collected by for 
example getting somebody else to collect the data to enhance the credibility of the 
research (cf Polit & Beck, 2012:175).  
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e) Field notes 
Field notes are accounts of the interview process. They can take a variety of 
forms, and are produced during the interview or afterwards, depending on the 
practicalities of the setting and other forms of data collection being used. When 
used alongside other methods of data collection, field notes are more of an 
analysis than a description of the interview. Accordingly, the researcher would be 
particularly interested in recording interesting characteristics related to the setting 
and the participants, and any other phenomena she deems important to the 
research study (Gibson & Brown, 2009:105).  
Basic information, such as the researcher’s own biases, reactions and problems 
encountered during the interview, is also recorded in the field notes for future 
usage (Holloway, 2008:99). Because field notes are a record of the observations 
made by the researcher during each interview, they should be recorded as soon 
as possible after the interview to ensure accuracy. The researcher should also 
bear in mind that the security and confidentiality of the field notes are essential. 
The researcher therefore wrote up field notes in the field journal every night after 
collecting information, in order to make sense out of what had been observed 
during the interviews. The field notes were described and dated, and assisted the 
researcher with self-reflection, as explained in the previous section dealing with 
bracketing (Watson, Booth & Whyte, 2010:387). The researcher also used the 
field notes to remind herself of particularly interesting features of the setting that 
could be verified on the recording, or any ideas that might be relevant while 
working through the data (Gibson & Brown, 2009:105). 
f) Pilot study 
Holloway (2008:187) refers to a pilot study as a small-scale trial run of a larger 
proposed research project, using the same research approach and a small 
number of participants chosen according to the same criteria as those in the actual 
study. There appear to be two schools of thought regarding pilot studies in 
qualitative research; with some researchers stating that they are not only 
unnecessary, but disadvantageous. However, according to Holloway (2008:188) 
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those that are in agreement with the concept of using a pilot study highlight its 
positive advantages as: 
− Helping with refining the interview guide 
− Assisting in improving the interviews and observations 
− Helping the researcher to become more confident 
− Enabling the researcher to practise and to anticipate potential problems  
− Assisting in allowing the researcher to predict the potential costs of the 
study 
The pilot study was performed in the same way as the main study. A pilot in-depth 
individual interview was conducted with one healthcare professional and one 
parent/caregiver to allow the researcher to have a practice run of the research 
questions and interview method. Informed consent was obtained prior to data 
collection, after which data was recorded and transcribed. No changes were made 
to the questions posed to the participants after the pilot study, therefore the 
information obtained from the pilot study was included in the data analysis. 
g)   Data analysis 
Qualitative research is infinitely creative and illustrative, meaning that the 
researcher does not simply leave the field with masses of data and write up the 
findings easily. ‘Qualitative interpretations are constructed’ in that the researcher 
as interpreter uses notes and documents from the field to create a working 
interpretive document that encompasses the writer’s attempts to make sense out 
of what has been learned. This ultimately leads to the public text or the final tale 
(Denzin & Lincoln, 2011:14). A code is described as ‘a word or short phrase that 
symbolically assigns a summative, salient, essence-capturing, and/or evocative 
attribute for a portion of language-based or visual data’ (Saldaña, 2010:3). 
Coding and categorising were implemented during and after collection of data as 
an analytic tactic, because coding is analysis in qualitative research (Saldaña, 
2010:7). An important aspect of thematised analysis involves working out the 
relationships between code categories and the significance of such relationships 
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as they relate to the development of theoretical conceptions and statements 
(Gibson & Brown, 2009:138). 
The coding process and data analysis were conducted according to the steps 
suggested by Creswell (2007:150), in which the analysis process is considered to 
conform to a general contour, which is best represented ‘in a spiral image’, which 
he terms the ‘data analysis spiral’. Creswell (2007:150) is of the opinion that to 
analyse qualitative data, the researcher should engage in a process of moving in 
‘analytical circles’ rather than using a rigid straight-line approach. The researcher 
would therefore enter the process with the data he or she has collected and exit 
with an account, theory or narrative, having touched on the various facets of 
analysis and circled around until the end result is achieved. The data analysis 
spiral was used to guide the analysis in this study (Creswell 2007:150‒155). It 
comprises the following progressive phases of increasing complexity and 
meticulousness of analysis. 
• Data management is the first loop in the spiral and begins the process. 
This involves organising the data into files that can be retrieved when data 
analysis begins. The researcher may choose from various methods of data 
organisation. 
• The next step in the process is reading and memoing in which the 
researcher gets a sense of the whole database by reading the transcripts in 
their entirety. Writing memos in the margins assists in this preliminary 
process. By reading and listening to the transcripts concurrently with the 
field notes, the researcher is able to ‘hear’ what the participants said. At this 
stage, initial categories could be formulated from the initial coding of data. 
• The researcher continues analysis by moving onto the next part of the 
spiral, which is termed describing, classifying and interpreting. In this 
stage codes and categories are developed that are described in detail so 
that the researcher provides an interpretation of the data. These categories 
of information are examined and sorted during the process of continually 
reviewing the database until the researcher can work towards limiting the 
categories to 25‒30. This will assist in ultimately reducing the volume of 
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data generated during the study into a workable five or six themes. 
Classifying is the stage of analysis during which the themes and sub-
themes are developed following further examination of the information 
available. Interpretation involves making sense of the data, whereby 
hunches, insights and intuition are utilised, plus a construct or idea, or a 
combination of all the above, which can lead to promoting and encouraging 
interpretation. During this part of the process the researcher steps back and 
allows a larger or deeper meaning to be formulated of the situation being 
researched. 
• In the final phase of the spiral, which is termed visualising and 
representing, the data are presented. This can be done in text, tabular or 
figure form, or a combination of these. During this phase an in-depth picture 
of the study is presented, which can be in various forms, for example 
narration, a visual model or theory.  
The researcher used the services of two independent coders, who each 
conducted an independent analysis of the data, while the researcher herself also 
analysed the data. The use of independent coders is to assist in excluding biases 
by the researcher and to control potential haphazardness with data analysis 
(Saldaña, 2010:27).The interviews were analysed according to the protocol used 
by the researcher. Transcripts were made of the recorded interviews and sent to 
both independent coders (see example of an interview in Appendix I), plus a letter 
explaining the requirements of the researcher regarding the independent coding 
process (see Appendix J). The reason for the decision to use two independent 
coders was the magnitude of data generated from all of the interviews that were 
conducted during the data collection process. Both independent coders were 
instructed to use the data analysis guide provided to analyse the data from the 
transcribed interviews (see Appendix K). The independent coders assisted in 
identifying themes in the data obtained from the interviews, field notes and the 
reflective notes of the researcher.  
The data analysis occurred independently and all parties met after completion of 
the individual analysis for consensus discussions. These discussions assisted in 
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reducing the data to categories, sub-categories and main emergent themes 
(Creswell, 2007:153). The use of the independent coders ensured triangulation of 
data. Triangulation refers to the use of multiple methods for data collection and 
data interpretation, which allowed the data in the study to connect in an accurate 
and impartial representation of reality (Streubert & Carpenter, 2011:350‒359).  
h) Literature control 
A literature control was done to place the findings and results of the analysis within 
the context of existing theoretical literature (Burns & Grove, 2009:91).The 
literature consulted covered aspects of children and HIV/AIDS, public response to 
HIV/AIDS, pharmacological responses regarding children and antiretroviral 
medication linked to HIV/AIDS, statistical publications related to the pandemic, 
nursing publications, particularly on community/public health issues directly related 
to children and HIV/AIDS, and any other aspects guided by the emergent themes 
that emanated from the data (Burns & Grove, 2009:90‒91). The central concept of 
the model was identified from the results and validated by the examination of the 
literature. The researcher used the data to guide the refining and describing of the 
relationships between the concepts. The literature control was wide-ranging and 
continued throughout the data gathering and analysis phases of the study (Chinn 
& Kramer, 2008:266‒267). 
2.4.2.1.2 Definition and classification of concepts 
The main concepts of the study emerged during the process of identifying 
concepts, which were determined from the data and fieldwork that was conducted 
during the process of data collection. Afterwards the main and related concepts 
were classified and defined (Walker & Avant, 2005:63-68; Dickoff, et al., 
1968:415-435). Chinn & Kramer (2008:186) state that creating conceptual 
meaning creates a tentative definition of the concept and a set of tentative criteria 
for determining whether the concept exists in a specific situation.  
Walker and Avant’s (2005:163‒164) approach to definition and classification of 
concepts involves a detailed review of both dictionary and subject literature 
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definitions of the main concepts. The dictionary definitions listed and described the 
attributes of each concept, and therefore provided their diverse uses. Subject 
literature provided the theoretical definitions and provided the researcher with a 
way of expressing the richness of the concept within the theory, thus offering wider 
sources of meanings of the concepts within the relevant field of study (Walker & 
Avant, 2005:164). 
The related concepts were classified according to the survey list of Dickoff et al. 
(1968:423) which calls attention to ‘significant aspects of activity and to certain 
dimensions, knowledge, or other resources relevant to activity’. The survey list, 
which assisted in ‘revealing different features are point of view shifts’, comprises 
the following aspects:  
• Agency (Who or what performs the activity?) 
• Patiency or recipiency (Who or what is the recipient of the activity?) 
• Framework (In what context is the activity performed?) 
• Terminus (What is the endpoint of the activity?) 
• Procedure (What is the guiding procedure, technique or protocol of the 
activity?) 
• Dynamics (What is the energy source for the activity – whether chemical, 
physical, biological, mechanical or psychological?) 
These six aspects of activity served as an organising principle. 
Chinn and Kramer (2008:196) and Walker and Avant (2005:69‒71) refer to model 
cases that can be constructed to the best of current understanding. In this study, a 
contrary case and a model case were constructed to demonstrate the best 
understanding of the concepts by giving a clear example of ‘not the concept’, 
using a contrary case, and the model case, which ‘we are absolutely sure is an 
instance of the concept’ (Walker & Avant, 2005:69‒71). Essential attributes of the 
concepts were identified, grouped in categories and included in the model cases. 
2.4.2.2 Step two: Placing the concepts in relationships 
Relationship statements form the links between concepts because concepts are 
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not viewed in isolation, but in association with one another. When concepts are 
classified, ideas and hypotheses result regarding the nature of the relationships 
between them (Chinn & Kramer, 2008:212‒213; Walker & Avant, 2005:27, 164‒
165, 140). Relationship statements that arose between the main and related 
concepts were therefore developed in terms of their links with one another (Dickoff 
et al., 1968, 419‒420), which assisted in progressing the development of the 
model by interrelating the concepts (Chinn & Kramer, 2008:212). The relationship 
statements, once conceptualised to the study, further supported the clarification of 
the proposed structure and process description of how the model emerged 
(Walker & Avant, 2005:164‒165). It was considered imperative for the purpose of 
model evaluation that the relationship statements should be well formulated. 
2.4.2.3  Step Three: Description of the model 
According to Chinn and Kramer (2008:219), theory comprises ‘a creative and 
rigorous structuring of ideas that projects a tentative, purposeful, and systematic 
view of phenomena’. In this study the creative structuring of ideas referred to 
above emerged to form a framework for model development (Polit & Beck, 
2010:196). A visual representation of the model was designed, which 
demonstrated the main and related concepts. The objective of the model can be 
identified within the visual representation of the data (Polit & Beck, 2010:196). If a 
theory signifies a structuring of ideas, then the ideas will be in the form of 
concepts, which in this study were shown within the model. The meanings of the 
concepts were conveyed by using definitions. Once the concepts are linked and 
arranged into a systematic whole, the overall model is identifiable (Chinn & 
Kramer, 2008:220). 
The following questions were asked (Chinn & Kramer, 2008:220) in order to 
describe the nursing model that was developed for optimising the comprehensive 
treatment, care and support for HIV-positive children requiring ART:  
• What is the purpose of this theory?  
• What are the concepts of this theory? 
• How are the concepts defined? 
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• What is the nature of the relationships? 
• What is the structure of the theory? 
• On what assumptions does the theory build?  
The process and structure of the model are described in Chapter 6, whereby the 
researcher will explain the visual representation. The model reflects the basic 
theoretical assumptions of the theory, the concept definitions, purpose and 
assumptions of which were grounded in research evidence (Polit & Beck, 
2010:198‒199).  
A panel of academics and clinicians with experience in theory generation 
evaluated the model using the following criteria as formulated by Chinn and 
Kramer (2008:234‒248): 
• Is this clear? This question refers to the clarity and consistency of the 
model. 
• Is this simple? Those present at the presentation would be able to note the 
number of concepts and their relationship within the theory. The fewer the 
relational components or concepts, the simpler the theory, and therefore 
the more applicable in practice 
• Is this general? This question addresses the degree of abstractness of a 
theory. The more general the theory, the more useful it is. 
• Is this accessible? This question addresses the extent to which concepts 
within the theory are practical and applicable; if the theory is too general 
and definitions are broad, then there is less likelihood of empirical 
applicability than if the definitions are specific and sub-concepts are 
defined. 
• Is this theory important? This aspect addresses the extent to which the 
theory guides and generates ideas that can influence nursing research, 
practice and education. 
2.4.2.4 Step four: Guidelines to operationalise the model 
According to Chinn and Kramer (2008:274) “development of empiric knowledge 
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such as theories and formal descriptions for a practice discipline, requires the 
processes of deliberative utilisation and validation in the practice setting to assess 
the value of theoretic knowledge for moving towards valued nursing goals”.  
The model that was developed will be utilised by healthcare professionals to 
optimise comprehensive treatment, care and support for HIV-positive children 
requiring ART at primary healthcare clinics. Chinn and Kramer (2008:279) also 
state that deliberatively utilising theory in the context of practice has three 
subcomponents, namely: 
• Selecting the clinical setting: the clinical setting for deliberative application 
for this research was identified primary healthcare clinics that provide 
antiretroviral services for children 
• Determining outcome variables for practice: the outcome variable for this 
study was to ensure that the antiretroviral services provided at the primary 
healthcare clinics are able to optimally provide comprehensive treatment, 
care and support for the children requiring ART (Chinn & Kramer, 
2008:281) 
• The nursing model that was developed was not implemented or tested in 
this study. The researcher developed guidelines for operationalisation of 
the nursing model for optimising the comprehensive treatment, care and 
support for HIV-positive children requiring ART at primary healthcare 
clinics. The guidelines were described for application, and the researcher 
made suggestions for implementation and further evaluation. Objectives 
were provided for each guideline and actions to achieve the objectives were 
also suggested.  
2.5 MEASURES TO ENSURE TRUSTWORTHINESS AND AUTHENTICITY 
OF THE STUDY 
A research study is considered authentic when the strategies are appropriate and 
fair, and faithfully show a range of realities (Polit & Beck, 2012:584). Authenticity is 
developed in a report when it conveys the feeling and tone of aspects of 
participants’ lives as they are experienced. A text is considered to portray 
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authenticity when it allows readers to truly experience the lives being described, 
leading to a heightened sensitivity regarding the issues being illustrated (Polit & 
Beck, 2012:585). The researcher therefore endeavoured to portray a sense of the 
mood of the participants interviewed, together with their feelings, language and 
the context of their lives in order to reinforce authenticity in this study. The 
researcher achieved this by showing fairness to all participants and gaining their 
acceptance throughout the study. Informed consent was obtained from all 
participants and was applied as an on-going, transactional process that is referred 
to as ‘process consent’. Process consent means that the researcher continually 
renegotiates consent in order to allow the participants to play a collaborative role 
regarding their involvement in the study (Polit & Beck, 2008:177).  
According to Lincoln and Guba (1985) (in Polit & Beck, 2012:584), credibility, 
dependability, confirmability and transferability ensure the trustworthiness of 
qualitative research. Trustworthiness in qualitative research is demonstrated 
through the researcher’s attention to, and confirmation of information discovery to 
accurately represent the participant’s experiences (Streubert & Carpenter, 
2011:48). In terms of truth value, the issue is whether the researcher has 
established confidence in the truth of the findings for the participants and the 
context in which the study was carried out (Polit & Beck, 2012:585). Truth value 
within the qualitative paradigm was obtained in this study by discovering the 
experiences of healthcare professionals and parents/caregivers regarding 
comprehensive treatment, care and support for HIV-positive children requiring 
ART at primary healthcare clinics. 
Reliability is defined in terms of consistency or dependability. The researcher 
implemented the principle of consistency by using in-depth individual interviews to 
gather a range of experience (Polit & Beck, 2012:585). The researcher 
implemented data triangulation in order to use multiple sources, methods and 
theories to provide corroborating evidence that would shed light on each theme or 
perspective discussed in the study (Creswell, 2007:208).  
The researcher will make judgements of trustworthiness possible through 
developing the following criteria: 
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2.5.1 CREDIBILITY  
Credibility corresponds to the notion of internal validity (Bassett, 2004:108). 
According to Streubert and Carpenter (2011:48), credibility includes activities that 
increase the probability that convincing and reliable findings will be produced. The 
researcher must ensure that her findings are compatible with the perceptions of 
the participants (Streubert & Carpenter, 2011:48). Credibility will be ascertained by 
utilising prolonged and varied field experience, interviewing process, peer review, 
reflexivity and triangulation.  
The researcher ensured prolonged and varied field experience by spending time 
to establish a rapport with the participants before commencing the interview so 
that the participants could become accustomed to the researcher. The researcher 
also stayed for a while after the interview because the participants always 
continued talking after the conclusion of the interview. This was important because 
as rapport increased, participants volunteered different and increasingly sensitive 
information.  
Credibility was enhanced in the interviewing process by the researcher rephrasing, 
repeating or expanding questions. Peer review, on the other hand, took place 
through discussing the research process and findings with impartial colleagues, 
such as the two promoters and the independent coders, who all have experience 
with qualitative research methods. The researcher also discussed the research 
process and findings with colleagues who had experience with qualitative 
methods.  
One of the strategies for credibility that greatly enhances the quality of research is 
triangulation. Triangulation includes the use of various sources to draw 
conclusions about what constitutes the truth (Polit & Beck, 2012:175). In this 
study, triangulation of data gathering methods and sources was utilised to ensure 
trustworthiness. In-depth individual interviews were used to collect data. Data was 
obtained from two groups of participants, which were each divided into sub-
groups. Healthcare professionals as Group 1 were sub-divided into professional 
nurses, medical practitioners and pharmacists, while Group 2 was sub-divided into 
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parents and caregivers. Caregivers were further divided into grandmothers and 
other relatives, which assisted in cross-checking data and interpretation. 
Additionally, consensus was reached between the research participants and the 
researcher, including an independent panel of experts and two independent 
coders. 
Furthermore, a panel consisting of an experienced theory-generation academic 
and clinicians evaluated the model, as mentioned previously. The evaluation of 
the model is described in chapter 6. A graphic artist was commissioned to assist 
professionally with diagrammatic aspects, and a language practitioner ensured 
linguistic quality. The study promoters provided ongoing input during the course of 
the study. 
All of the activities described above can be viewed as confirmation for the increase 
in and fulfilment of the credibility of the findings, and therefore indicate the 
researcher’s ability and intention to ensure the accurate and correct identification 
and description of the data in this study.  
2.5.2 TRANSFERABILITY 
According to Polit and Beck (2012:197) transferability is linked to generalisability in 
as much as generalisability refers to the extent to which qualitative study findings 
can broadly applied to other groups and settings. In the qualitative genre, 
transferability is also termed the extent to which qualitative findings are meaningful 
and can be transferred to other settings. Therefore the knowledge acquired in this 
study will be relevant in another, similar study, and those that carry out the 
research in another context will be able to apply certain concepts that were 
originally developed in this research study (Polit & Beck, 2012:197). 
Another way of viewing transferability is to contemplate the data itself rather than 
the actual topic of the research. Accordingly, a thick description of the context, 
participants and findings is provided by the researcher in order to allow others to 
assess whether the amount of information provided about the study contexts is at 
a sufficient level to support transferability (Polit & Beck, 2012:197). According to 
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Lincoln and Guba (1985) (in Polit & Beck, 2012:525), the main work of 
transferability is done by the readers of the research, who determine the extent to 
which conceptualisations and findings apply to new situations, and then they 
‘transfer’ the research. 
Applicability refers to the degree to which the findings can be transferred to or are 
appropriate in other settings or groups. The researcher’s responsibility is to 
provide sufficient descriptive data so that those reading the study can evaluate the 
applicability of the data to other contexts, as stated previously. In this study, 
transferability was achieved by purposive sampling of healthcare professionals 
and parents/caregivers who were experiencing comprehensive treatment, care 
and support for HIV-positive children requiring antiretroviral within a specific 
environment, namely primary healthcare clinics with antiretroviral services (Babbie 
& Mouton, 2009:277), as well as through dense description of the research 
results, supported with quotations from the participants (Babbie & Mouton, 
2009:277; Polit & Beck, 2012:585). The four steps of theory generation were also 
implemented. These included concept analysis, placing the concepts in 
relationships, referring to relationship statements and describing the model. 
Guidelines for the operationalisation of the model were also provided. 
2.5.3 DEPENDABILITY 
According to Streubert and Carpenter (2011:49), dependability is a criterion 
encountered only after establishing the credibility of the findings. Triangulation of 
methods contributes to the dependability of the findings. The strategies that were 
used to ensure trustworthiness included thick description, triangulation and peer 
review. Two independent coders were also utilised to increase dependability. 
A dense description of the methods used in the study provided information on how 
the study could be replicated within the uniqueness of the context. Therefore the 
methodological approach was explained in detail, and the research findings 
related to the experiences of the participants and the generated theory were all 
presented as accurately as possible (Babbie & Mouton, 2009:278). The feedback 
obtained from the theory evaluation panel and peer scrutiny further ensured 
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confidence in the dependability of the study (Babbie & Mouton, 2009:278).  
Dependability refers to the stability of data over time. In other words, the 
researcher must describe all changes in the conditions and the design that 
occurred during the study. A dependability audit was established when the 
process, as well as the products, were fully described by the researcher. In 
providing a full description of the data collection and data analysis, the researcher 
assisted other researchers by offering an audit trail of the four steps of theory 
generation specific to the study, and thereby ensured dependability. 
2.5.4 CONFIRMABILITY 
Confirmability is a process criterion whereby an audit or decision trail is set down 
by the researcher in order to confirm the findings. Those following the process 
should be able to follow the path taken by the researcher in order to understand 
how she arrived at the constructs, themes and their interpretation. The researcher 
was therefore required to ensure that the product, data, findings, interpretations 
and extrapolations, as well as the recommendations and guidelines, were 
confirmable (Babbie & Mouton, 2009:278). Thus the researcher illustrated as 
clearly as possible the evidence and thought processes that led to the conclusions 
reached (Streubert & Carpenter, 2011:49), in order to establish researcher 
credibility that could enhance confirmability (Polit & Beck, 2012:600).  
Confirmability included the decisions taken by the researcher based on the data 
the reflexive or field journal produced, which was done to optimise the objectivity 
or neutrality of the data (Polit & Beck, 2012:599). Confirmability thus exists within 
the characteristics of the data. Thus the thorough use of literature provided a 
theoretical basis for the study to validate confirmability (Munhall, 2007:557; Polit & 
Beck, 2012:599).  
 
The researcher presented evidence of the data construction and synthesis 
through the themes that were developed, the literature, and quotations to support 
the findings, all of which were reflected in the development of the model (Babbie & 
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Mouton, 2009:278). Triangulation of methods, sources and reflexivity, which refers 
to critical self-reflection by the researcher to ascertain the presence or absence of 
biases, preferences and preconceptions, were all used to ensure trustworthiness.  
2.6 ETHICAL CONSIDERATIONS 
Wood and Ross-Kerr (2011:293) maintain that there are ethical implications at 
every stage of the research process, which are there to protect the rights of the 
participants, especially children. The research proposal was therefore submitted to 
the Faculty of Health Sciences Research Technology and Innovation Committee 
(FRTI) at Nelson Mandela Metropolitan University (NMMU) for approval. 
Permission was also obtained from the NMMU Ethics Committee (Human) (see 
Appendix F). The researcher requested permission in writing from the Directorate 
of Epidemiological Research & Surveillance Management at the Eastern Cape 
Department of Health (see Appendix G), in order to conduct research in the 
primary healthcare clinics in Nelson Mandela Bay municipal area. The researcher 
then requested permission from the management of the District Health Services, 
both provincial and municipal, namely the district manager (provincial) and the 
manager in charge of Municipal Health Services, who were both approached by 
means of a formal written request (see Appendices B and C), so that they were 
personally informed about the researcher’s presence in the primary healthcare 
clinics under their direct jurisdiction. 
Informed consent was obtained from the research participants by issuing each 
participant with a letter (see Appendix A) that explained to them in full what the 
purpose and objectives of the research study were. Each participant was given 
time to read the letter, which was also translated into Xhosa, before being given 
the consent form (see Appendix D).The consent forms were signed by each 
participant. The following ethical principles were observed throughout this study in 
order to protect the participants from any harm. 
2.6.1 PRINCIPLE OF BENEFICENCE 
Harm arising from poorly conducted research could range from physical harm to 
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emotional distress, which is why beneficence is an essential ethical principle in 
research (Hansen, 2006:35). According to Barrett and Coleman (2009:565), 
participants should be treated in an ethical manner by respecting their decisions, 
protecting them from harm, and safeguarding their wellbeing. This is ensured 
through the wide range of laws, regulations and professional codes of practice, all 
of which are devised to protect the rights and interests of all participants in 
research studies.  
The researcher ensured that no participant was subjected to any harm, 
exploitation or risk. This was ascertained by obtaining informed consent, 
recognising that all research participants were autonomous, that they had the right 
to refuse to participate, and that they could withdraw from the research project at 
any time. The research project had no actual risk factors. Anonymity was 
maintained; thus there was no chance of participants being identified for 
victimisation in the event of negative comments being made. This research study 
will benefit the participating individuals and society in general by contributing to 
the body of knowledge and designing a nursing  model to optimise the provision of 
ART for HIV-positive children at primary healthcare clinics in the Eastern Cape. 
2.6.2 PRINCIPLE OF RESPECT FOR HUMAN DIGNITY 
This principle includes the right to self-determination and the right to full 
disclosure, which essentially means that humans should be treated as 
autonomous agents, capable of controlling their own activities and destinies. The 
right to self-determination indicates that potential participants can voluntarily 
decide whether to take part in the study, without the possibility of prejudicial 
treatment (Polit & Beck, 2012:154). The researcher therefore ensured that all 
participants had the right to decide to terminate their participation at any stage, to 
refuse to give information and to ask for clarification about the purpose of the 
study. No participant was coerced into taking part in this study at any stage. 
In order to make an informed, voluntary decision regarding participation in this 
study, participants required full disclosure, which means that the researcher fully 
describes the nature of the study, as well as the stated right to refuse participation. 
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This includes outlining the researcher’s responsibilities (Polit & Beck, 2012:154). 
The researcher consequently disclosed fully to the participants the nature of the 
research and gave them each a chance to refuse to participate in the study, while 
simultaneously outlining the risks and benefits that could have been incurred as a 
result of their participation. The right to full disclosure and the right to self-
determination are the two major elements on which informed consent is based 
(Polit & Beck, 2012:154). The researcher therefore ensured that the participants 
had adequate information about the research, were capable of understanding the 
information and had the power of free choice, enabling them to consent voluntarily 
in the research or decline participation. Accordingly the participants were 
requested to give their consent in writing (see Appendix D), after reading the 
information letter for participants (see Appendix A).  
2.6.3 PRINCIPLE OF JUSTICE 
This includes the participants’ right to fair treatment and their right to privacy, 
which encompasses the equitable distribution of benefits and burdens of research 
(Polit & Beck, 2012:155). The researcher therefore ensured that there was a fair 
and non-discriminatory selection of participants and non-prejudicial treatment of 
individuals who declined to participate or who withdrew from the study (Watson et 
al., 2008:132). The researcher also honoured all agreements and adhered to the 
procedures outlined in advance and was also respectful and courteous at all 
times. 
Anonymity and confidentiality were adhered to, this being ensured by not using 
names or other identifying data relating to participants and institutions. The 
researcher accordingly ensured that no link could be made with the data obtained 
and a particular participant (Watson et al., 2008:283).  
2.7 CHAPTER SUMMARY 
The above discussion is an in-depth description of the research design and 
methods used to conduct this research. The purpose and research objectives are 
stated within the context of the research and the ethical principles are outlined and 
71 
 CHAPTER TWO:  RESEARCH DESIGN AND METHODS 
 
 
debated. A description of the proposed process for the development of a nursing 
model to optimise the provision of ART for children at primary healthcare clinics is 
outlined in this chapter. 
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 Personally, nothing can shake me more than the sight of these innocent 
young children suffering physically, socially, and emotionally ... this is a 
tragedy of enormous consequence … AIDS is a war against humanity. We 
have an obligation to provide proper care and support for these children. 
No adult can stand by and watch while these children suffer … The stigma 
and discrimination inflicted on these children is atrocious and inexcusable. 
Many people suffering from AIDS are not killed by the disease itself, but are 
killed by the stigma surrounding everybody who has HIV/AIDS (Mandela, 
2002:21-22) 
3.1  INTRODUCTION 
The research design and methods were described in detail in Chapter 2. Chapter 
3 will present an analysis of the data collected from individual in-depth interviews 
with healthcare professionals. The results of reflective and field notes made by the 
researcher soon after completion of the interviews will be added to the data. The 
results will be discussed in conjunction with a literature control that allows for the 
verification of the findings. 
3.2 OPERATIONALISING FIELDWORK 
Prior to data collection, the researcher obtained formal written permission from the 
Research Ethics Committee (Human), Nelson Mandela Metropolitan University, to 
conduct this research. Written permission was also obtained from the Department 
of Health, Epidemiological Research and Surveillance Management Department, 
which allowed the researcher to conduct this research study in primary healthcare 
(PHC) clinics managed by the Department of Health in the Eastern Cape. For the 
clinics that are managed by the municipality in this district, permission was 
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obtained from the executive director for public health of Nelson Mandela Bay 
Municipality.  
Once permission had been obtained from the above authorities, the researcher 
arranged interviews with healthcare professionals in the identified primary 
healthcare clinics. The researcher conducted an individual in-depth interview, as 
part of the pilot study, with a professional nurse in one of the primary healthcare 
clinics, after the right to entry to the research sites had been obtained from the 
administrators (above). No problems were encountered with the interview 
conducted for the pilot study. Therefore, the information obtained from this 
interview was included in the data analysis.  
Group 1 participants consisted of the grouping that was collectively termed 
‘healthcare professionals’. In this group, medical practitioners, pharmacists and 
professional nurses in the antiretroviral therapy section in primary healthcare 
(PHC) clinics were included, specifically those working with HIV-positive children. 
The researcher organised the interviews with the healthcare professionals in 
Group 1 herself, by phoning them and making appointments that would suit their 
schedules, with the knowledge of the facility manager of each clinic. The facility 
manager was not part of the process of organising interviews, but, as a courtesy, 
the researcher met and informed each manager of her intention to interview staff. 
This sometimes meant meeting the participants after hours at their homes, which 
the researcher did in order to accommodate their needs. All interviews with 
healthcare professionals took place in the participants’ off-duty times, either at 
lunchtime, after 4 pm, when the clinic was closed, in the evening or at weekends. 
Initially the researcher intended to separate the healthcare professionals into three 
sub-groups and analyse the data according to the specific disciplines. However, 
when the data collection process commenced, the researcher discovered that in 
the clinics chosen for the study many did not have full-time medical practitioners or 
pharmacists. Of the seven clinics where interviews were obtained, two clinics had 
pharmacists who were present in the clinic; one clinic had a pharmacist who had 
been redeployed to another facility, so was present on the staff rotation list only; 
three clinics were run by pharmacy assistants, which included a trainee pharmacy 
assistant, and one clinic had no pharmacy staff at all.  
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Finding medical practitioners at these clinics was equally challenging: three clinics 
each had one full-time medical practitioner, and sessional medical practitioners for 
antiretroviral therapy (who visited on certain days). The rest (4) had visiting 
medical practitioners who would see all problem cases once a week (related to 
primary healthcare and chronic illnesses) and were expected to address issues 
with antiretroviral therapy as well. These medical practitioners, however, cancelled 
at a moment’s notice, leaving the clinic without a medical practitioner for that 
week. Therefore, the researcher was unable to obtain the same number of 
interviews with medical practitioners and pharmacists as she did with professional 
nurses, owing to the shortage of these categories of staff. The medical 
practitioners whom the researcher interviewed rotate throughout the antiretroviral 
clinics chosen for this research, which added to the limitations in interviewees for 
this category. Professional nurses are therefore solely responsible for a large 
portion of the work involved in providing antiretroviral therapy to HIV-positive 
children, as indicated in chapter 1, and will be discussed further in this chapter. 
The data collection process for Group 1 comprised nineteen individual in-depth 
interviews conducted among the healthcare professionals. Group 1 participants 
were diverse in terms of age, ethnicity, gender, education and occupation. 
Fourteen females and five males were interviewed. As stated, the researcher 
contacted all the healthcare professionals personally to book interviews, which 
were conducted and recorded at their homes, or on site at the clinic where they 
worked. Table 3.1 (below) provides a breakdown of the demographics of the 
healthcare professionals in Group 1: 
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TABLE 3.1: DEMOGRAPHIC PARTICULARS OF THE HEALTHCARE 
PROFESSIONALS 
GROUP 1: HEALTHCARE PROFESSIONALS 
Medical practitioners 
Interview number Gender Age of practitioner 
12 Male 74 years 
13 Male 38 years 
22 Female 33 years 
29 Female 36 years 
Professional nurses 
Interview number Gender Age of practitioner 
1 Female 37 years 
3 Female 31 years 
4 Female 34 years 
5 Male 34 years 
6 Female 56 years 
7 Male 34 years 
8 Female 31 years 
9 Female 42 years 
16 Female 55 years 
17 Female 30 years 
27 Female 43 years 
Pharmacists 
Interview number Gender Age of practitioner 
10 Female 64 years 
11 Female 33 years 
14 Male 27 years 
15 Female 37 years 
The inclusion criteria for Group 1 were as follows: 
• Employed by the Department of Health or the Nelson Mandela Metropolitan 
Municipality 
• Able to communicate well in English and to express him/herself 
• Employed at the particular primary healthcare clinic for at least six months 
The participants in this group were willing to take part in the interviews, one 
exception being a medical practitioner who has worked in the antiretroviral section 
for several years, according to nursing staff, but refused to be interviewed. The 
76 
CHAPTER THREE:  DISCUSSION OF RESULTS AND LITERATURE CONTROL: HEALTHCARE 
PROFESSIONALS 
researcher was obliged to interview the new medical practitioner, who had been 
working in the ART clinic for only one month. The reason for this decision was that 
the participant was working in one of the main clinics in the area that had been 
chosen for the research and, as discussed, few medical practitioners work in 
antiretroviral clinics. Those that do, each have to rotate among three or more 
clinics. Therefore, because few medical practitioners were available, the 
researcher decided to interview this person, despite his potentially limited 
experience in antiretroviral therapy. 
The healthcare professionals were generally prepared to share honestly how they 
experienced working in the antiretroviral department at their clinics, but in a few 
interviews the researcher was cognisant of reticence on the part of the participants 
regarding committing to their thoughts about their work environment and related 
issues. The researcher assured these participants that she would not divulge any 
information given to her, and therefore would not breach the confidentiality 
agreement. This assurance did not assist the participants in three of the 
interviews, but the others did appear more at ease after that. On two occasions 
during the interview, one of the participants asked the researcher to ‘switch that 
thing off’ (the recorder). Informed consent was obtained prior to all interviews and 
each participant in both groups signed a detailed consent form. 
The healthcare professionals were asked two main questions, after which the 
interviewer probed further as each interview progressed, in order to encourage the 
participants to expand on their initial answers. The interviewer used the 
interviewing methods of probing and prompting to add depth to the initial 
response, particularly clarification probing, whereby she ensured that specific 
words or phrases were explained as fully as possible. Because some of the 
healthcare professionals appeared disinclined to share experiences, the 
researcher used completion probes to coax them to finish a story or explanation 
that appeared to have broken off before it ended (King & Horrocks, 2011:53).  
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The following questions were asked: 
• How do you experience the provision of comprehensive treatment, care and 
support as it is provided for HIV-positive children who require antiretroviral 
therapy at this clinic? 
• What recommendations would you like to make regarding the 
comprehensive treatment, care and support provided for HIV-positive 
children who require antiretroviral therapy at this clinic? 
3.3 DATA ANALYSIS 
Data analysis was conducted simultaneously with data collection. The voluminous 
amount of information was reduced to themes and sub-themes by implementing 
the data analysis spiral in Creswell (2007:150‒155). (The steps of the data 
analysis spiral are described in detail in Chapter 2.) Every theme and sub-theme is 
substantiated by appropriate quotations from the raw data and compared and 
contrasted with relevant literature and research. This is done to determine current 
knowledge about the experiences of parents/caregivers and healthcare 
professionals in the provision of antiretroviral therapy for HIV-positive children.  
According to Creswell (2007:102), the literature review assists the researcher to 
determine the source of the research problem, and enables the study to be 
positioned within the on-going literature about the topic. The literature review in 
qualitative research should be used in a manner consistent with the 
methodological assumptions. Accordingly, it was used inductively so that it did not 
direct questions asked by the researcher (Creswell, 2007:102‒103). One of the 
reasons for conducting a qualitative research was the desire to investigate the 
current situation in the provision of antiretroviral treatment for HIV-positive children 
in primary healthcare settings in Nelson Mandela Bay. In order to achieve this 
objective, the researcher decided to explore and describe the experiences related 
to provision of therapy for HIV-positive children of the healthcare professionals 
and of those receiving treatment on behalf of the children, namely the 
parents/caregivers. Literature was used in moderation by the researcher in the 
beginning of this research in order to convey an inductive design. 
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3.4 DISCUSSION OF RESULTS 
The researcher will now present a discussion of the results that were obtained 
from the individual in-depth interviews with the healthcare professionals who work 
in the antiretroviral services of the primary healthcare clinics, and constituted 
Group 1 of the data-collection process. Their experiences of the provision of ART 
for HIV-positive children at their clinics are discussed. 
3.4.1 IDENTIFIED THEMES OF THE HEALTHCARE PROFESSIONALS 
A visual presentation of the themes and sub-themes of the experiences of 
healthcare professionals relating to the provision of ART for HIV-positive children 
at primary healthcare clinics is presented in Table 3.2 as follows: 
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TABLE 3.2: THEMES AND SUB-THEMES OF THE EXPERIENCES OF 
HEALTHCARE PROFESSIONALS RELATING TO THE PROVISION OF 
ANTIRETROVIRAL THERAPY FOR HIV-POSITIVE CHILDREN AT 
PRIMARY HEALTHCARE CLINICS 
THEMES SUB-THEMES 
1. Healthcare professionals 
experienced significant 
challenges related to 
providing ART for HIV-
positive children at 
primary healthcare clinics 
 
The healthcare professionals experienced:  
1.1 An increased workload at all levels related to 
the provision of ART at clinic level  
1.2 Disharmony within the work environment 
1.3 Ineffective management, specifically at clinic 
level  
1.4 The work environment as  being non-conducive 
to rendering adequate care  
1.5 Various issues relating to NIMART training and 
implementation  
1.6 Incongruence in interpretation of side effects of 
antiretroviral medication in HIV-positive children  
1.7 Apprehension regarding working with HIV-
positive children  
1.8 Concern over the low numbers of HIV-positive 
children attending the clinics 
1.9 Lack of adherence to antiretroviral medication  
1.10 Disproportion in numbers of men and women 
attending clinic for HIV-related reasons 
2. Professional nurses 
experienced an 
overwhelming scope of 
responsibility related to 
the provision of ART in 
HIV-positive children 
Professional nurses experienced: 
2.1  The emotional demands of working with 
       vulnerable  HIV-positive children as traumatic 
2.2  Feeling demoralised by the enormity of the 
       workload they are expected to manage daily 
3. Healthcare professionals 
expressed specific views 
related to factors in the 
provision of ART for HIV-
positive children 
The healthcare professionals expressed the 
following:  
3.1  ART works well for HIV-positive children when 
taken correctly 
3.2  Clinics have shown a decrease in mother-to-child 
transmission 
3.3 Support was available from various specialists 
and the National HIV Healthcare Worker (HCW) 
Hotline  
3.4  Comfort from their faith and prayers which 
sustains them on a daily basis 
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3.4.1.1 DISCUSSION OF THEME 1 AND THE RELATED SUB-THEMES OF 
THE HEALTHCARE PROFESSIONALS 
A graphical presentation of Theme 1 with its related sub-themes is presented in 
Figure 3.1 as follows:  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
FIGURE 3.1: HEALTHCARE PROFESSIONALS EXPERIENCED SIGNIFICANT 
CHALLENGES RELATED TO PROVIDING ANTIRETROVIRAL 
THERAPY FOR HIV-POSITIVE CHILDREN AT PRIMARY 
HEALTHCARE CLINICS 
 
 
The healthcare professionals experienced: 
 
1.1 An increased workload at all levels related to the provision of 
antiretroviral therapy at clinic level  
1.2 Disharmony within the work environment 
1.3 Ineffective management specifically at clinic level  
1.4 The work environment as being non-conducive to rendering  
adequate care  
1.5 Various issues relating to NIMART training and implementation  
1.6 Incongruence in interpretation of side effects of antiretroviral 
medication in HIV-positive children  
1.7 Apprehension regarding working with HIV-positive children  
1.8 Concern over the low numbers of HIV-positive children 
attending the clinics 
1.9 Lack of adherence to antiretroviral medication  
1.10 Disproportion in numbers of men and women attending clinic 
for HIV-related reasons 
 
THEME 1 
Healthcare professionals experienced significant 
challenges related to providing antiretroviral therapy for 
HIV-positive children at primary healthcare clinics 
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THEME 1: HEALTHCARE PROFESSIONALS EXPERIENCED SIGNIFICANT 
CHALLENGES RELATED TO PROVIDING ANTIRETROVIRAL 
THERAPY FOR HIV-POSITIVE CHILDREN AT PRIMARY 
HEALTHCARE CLINICS 
Primary healthcare is a people-centred approach to health that makes 
prevention as important as cure. A primary healthcare approach is the most 
efficient, fair, and cost-effective way to organise a health system. It can 
prevent much of the disease burden, because experience tells us that 
primary healthcare produces better outcomes, at lower costs, and with 
higher user satisfaction. Every health system in the world has inefficiencies. 
Well-documented ways of reducing these inefficiencies, through better 
management, through incentives, through primary healthcare, exist. But 
health systems will not automatically gravitate towards greater fairness and 
efficiency. This world will not become a fair place for health all by itself. 
Deliberate policy decisions are needed (Chan, 2008, director-general 
speech). 
The World Health Report 2008 (WHO, 2008:xii) affirmed that health systems are 
not performing as well as they could. There is a need to revisit the reasoning 
epitomised in the Alma-Ata conference of thirty years ago, at which the primary 
healthcare movement was formalised (WHO, 2008:xii). The Declaration of Alma-
Ata, 1978, launched primary healthcare as the route to health for all, and was 
referred to as an attempt to tackle the largely avoidable differences in the health 
status of populations. The declaration put health equity on the international 
political agenda for the first time, in an effort to achieve ‘Health for all by the year 
2000’ (Dennill, King & Swanepoel, 2009:2). 
In order to move towards health for all, health systems have to respond to the 
challenges of a changing world, and the expectations of communities for better 
performance. This presupposes that all countries acknowledge the inequality in 
progress in health over recent decades, among and within countries. It also 
presumes that the changing nature of health problems would be anticipated, and 
complex symptoms with multiple illnesses, as are seen in HIV patients, could be 
dealt with comprehensively. Additionally, health systems are affected by economic 
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and political crises, and these changes challenge state and institutional roles to 
ensure access, delivery and financing of health interventions (WHO, 2008:xiii). It 
appears that the responses of the health sector in general have been inadequate 
up, especially related to health for all. Health systems seem to focus exceedingly 
on specialised curative care. In addition, a fragmented type of delivery system has 
evolved, combined with an approach to governance that has allowed unregulated 
profit making of health to bourgeon. These trends are not conducive to a 
comprehensive and balanced response to health needs (WHO, 2008:xiii).  
Transformations of healthcare systems, in order to reach the vision of health for all 
set at Alma-Ata, have often oversimplified the approach by attempting a ‘one-size-
fits-all’ type of healthcare delivery, with poor results. In order to achieve the values 
that drive primary healthcare, policies would have to be formulated that line up 
with the expectations of the population for their own health and that of their 
families. These would include health equity, social justice and the end of 
exclusiveness in access to healthcare. Service delivery reforms are also 
necessary to ensure that primary health systems are socially relevant, and 
contemporary health systems require leadership that is participatory and able to 
reform primary healthcare and thus optimise the contribution of health services to 
the relevant population (WHO, 2008:xvi). 
Primary healthcare can do infinitely more than it does at the moment to improve 
the health of communities, particularly those that require comprehensive care for 
HIV/AIDS. By addressing health challenges ‒ such as those created by 
urbanisation, climate change, gender discrimination and social stratification ‒ 
governments in developing countries could begin to deal effectively with priority 
health problems. Certainly, people are more aware of their health needs, and are 
frustrated at the lack of equitable healthcare. Expectations are evident and health 
authorities should be accelerating the transformation of health systems in order to 
generate improved equitability regarding health outcomes for all (WHO, 2008:xviii- 
xix). 
In South Africa, although the model of ‘health for all’, as reviewed in the previous 
paragraphs, has been incorporated into health policy in theory, in practice it has 
failed to address the HIV/AIDS crisis. This has had far-reaching consequences for 
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health for all in treatment provision for HIV/AIDS, for those requiring therapy, and 
for those who provide it (Kleinert & Horton, 2009:759). In the same editorial, these 
authors recommend three strategies that should be implemented to ensure that 
change to the healthcare system is inaugurated, and health outcomes for the 
population can be improved, particularly in HIV/AIDS comprehensive care 
(Kleinert & Horton, 2009:760). These strategies are, first, to ensure  a dedicated 
and strengthened workforce for the public sector; second, to establish sustainable 
and equitable access to health services for all, through an affordable and 
functional national healthcare system; and, third, to give leadership and 
management positions to those who are competent and are not afraid to be held 
accountable. Only after these changes have been implemented, can the real work 
begin and the current downward cycle in healthcare services will be reversed 
(Kleinert & Horton, 2009:760). 
Sub-theme 1.1  Healthcare professionals experienced an increased 
workload at all levels related to the provision of 
antiretroviral therapy at clinic level  
Most countries that are experiencing high HIV prevalence have weak and poorly 
resourced health systems, particularly in sub-Saharan Africa. When the 
President’s Emergency Program for AIDS Relief (PEPFAR) was initiated in 2003, 
it was recognised that the physical and human infrastructures that are essential to 
achieving the HIV programme’s large-scale goals were deficient and that 
interventions were urgently required. The essence of these interventions can be 
summarised as training healthcare professionals, providing incentives to 
encourage workers to stay, capacitating healthcare delivery systems, and 
improving infrastructure and institutional capacity (Moore & Morrison, 2007:1‒2). 
By definition, PEPFAR’s basic mission is vertically oriented: to expand the delivery 
of HIV/AIDS treatment, care and support in the worst affected countries. This does 
not translate into strengthening healthcare systems in general, only into assisting 
with the HIV programmes. This type of programme is termed ‘vertical’, meaning 
that all money and resources go to one specific discipline, to the detriment of all 
other services. A description of vertical programmes illustrates that they cause 
fragmentation of health systems, worsen healthcare inequalities, and result in poor 
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and unsustained treatment outcomes. Vertical programmes are weakening the 
already collapsing health systems in South Africa because the numbers and skills 
of medical practitioners, nurses, pharmacists and other health workers fall short of 
those that is required to deliver an adequate health service (McCoy, Chopra, 
Loewenson ... Rowson, 2005:18; Moore & Morrison, 2007:1; George, Atujuna, 
Gentile … Renton, 2010:81). 
Therefore, despite the benefits of ART for patients, the process of scale-up is 
considered a burden to poor health systems, which are generally categorised by 
staff shortages, lack of financial resources and poor clinics. Antiretroviral 
programmes (as vertical programmes) have been accused of redirecting technical 
and human resources away from mainstream primary healthcare services, often to 
the detriment of all other programmes (George et al., 2010:77). The healthcare 
professionals in this study exemplify the above depictions of staff shortages, 
leading to staff being overworked: 
‘Oh we are short staffed, if if people are more understanding you can take the 
extra load, it’s when people become, when they don't want to understand and they 
don't want to work, and then it becomes a hassle’  
‘Well number one they need staff, you need a full complement of staff; at the last 
count with the figure I was given [number of patients) we should have at least two 
extra full-time medical practitioners’  
‘The thing is um yah we are short staffed, but you know I think we can do better 
with a few people that that we have, if we can maximise eh our efficiency you 
know with the small staff that we have’  
The public healthcare system in South Africa is built on the doctrine of primary 
healthcare, as explained previously, which should translate into a comprehensive 
type of service. This implies that all services should be available and provided to 
every patient at all clinics. Therefore, all clinics should be integrating services to 
improve efficiency and quality and maximise the use of resources. However, there 
is considerable evidence to indicate that many countries, including South Africa, 
are struggling to implement this type of programme, and are not experiencing the 
projected results (Sorsdahl, Flisher, Ward, Mertens, Bresick, Sterling & Weisner, 
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2010:1218). Participants in this research study remark on this integrated approach 
and the implications for service delivery where they work: 
‘And and and now the other thing that that the government requires is the 
integration approach, the comprehensive integration treatment and support 
approach, for HIV but meaning that what happens at this clinic for instance, each 
service area does their own HIV, we don't have a designated area that says come 
here you are getting the treatment and support in this section, it is a challenge’  
‘They are doing it [integrating services]  but it's not, it's not effective and efficient 
as yet, so we always look and see how is things functioning, what can we do to 
improve it etc etc, big challenge, because it's a burden for that health worker’  
‘And it’s really confusing because they are not following those patients (using 
integrated care) up and every time they see a different doctor or a different sister, 
so the sister, there isn’t continuation of the patients profile, I don’t, I can’t, I don’t 
know how to explain it’  
Not all primary healthcare clinics have commenced this integrated approach yet. 
Many clinics are still working within the vertical health programmes approach, 
which means that a selective targeting of precise or definite interventions is used, 
which are not fully integrated into the health system. The difference between 
vertical and horizontal programmes is that horizontal programmes are commonly 
referred to as comprehensive primary healthcare and are delivered through public 
financed health systems. The WHO Health for All initiatives are all based on the 
concept of horizontal programmes, which would be managed by the country’s 
government. However, advocacy for vertical programmes has increased in recent 
times because they are easier to manage, show quick results, and are mostly 
externally funded (Msuya, 2003:2-3). 
The basic need in any healthcare system is for healthcare providers. Therefore a 
shortage of skilled healthcare providers is a major constraint in the provision of 
healthcare to patients who have accepted their HIV status, and are enrolled, or 
waiting to be enrolled, on ART (Ruud, Srinivas & Toverud, 2009:29). Healthcare 
professionals describe how they perceive workplace shortages, and how it affects 
them and the patients:  
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‘Ah also what I recommend eh is that the pharmacy department also needs to be 
staffed, we need to have a pharmacist that is dedicated you know to the wellness 
side because you've got adults eh were on ARVs, and TB and and and and kids, 
paediatrics were on ARVs as well’  
‘Yes, ja, and I mean bearing in mind there was one pharmacist, one pharmacist 
assistant and one General Assistant doing the work of a pharmacists assistant um 
and that’s where, when you are that short staffed then the clinic was in such a a a 
state’ 
‘Whenever the others are not here and if they, if they don't have a doctor or a 
doctor resigns from the HIV then it's my load, on top of your primary healthcare 
load, and the children, I see the children, any problems it's my, becomes my 
problem’  
A heavy workload, combined with lack of human resources, is a challenge in all 
healthcare settings, particularly the public health sector in South Africa (Ruud et 
al., 2009:29). There is a drastic shortage of healthcare professionals, especially 
medical practitioners, according to a recent article (Daviaud & Chopra, 2008:47). 
In some areas, the number of medical practitioners is 7% of that required, which 
leads to problems in quality and efficiency, as already alluded to. Pharmacists are 
also in short supply, particularly owing to the increase in health demands of 
patients, coupled with a complicated range of chronic medicines and poor 
adherence to prescribed medication. These factors have compelled pharmacists 
to take a patient-centred approach. A ratio of one pharmacist per 2,000 population 
is advocated by WHO in order for optimal health to be delivered. The 
recommended care consists in particular of quality assurance and the safe and 
effective administration of drugs (Azhar, Hassali, Ibrahim, Ahmad, Masood & 
Shafie, 2009:2). Pharmacists in this study attest to their feelings of being 
overworked, and thus their inability to provide quality care:  
‘Unfortunately our patient base is too large and we are understaffed in the 
dispensary so I actually can’t do the counselling (adherence) myself’  
‘Yah no that's the ideal [counselling patients] , but you also find, um like with most 
staff um there's a shortage of personnel and especially in the pharmacies there’s a 
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serious shortage of pharmacy personnel’  
‘I come to work early in the mornings, packing stock, no tea often no lunch, leaving 
at five or 5:30 in the afternoons, no overtime, going in over weekends to get things 
done that I can’t manage in week time, and just for the record I'm not slow in what 
I'm doing, that's not why I need more time, um, often I find that people ask how I 
managed to dispense at the pace that I do because very few people can keep up, 
and in spite of that I still don't have enough time in a day to actually do everything, 
so it remains a challenge’  
Pharmacists in this study are frustrated with their workload, which is unremitting 
and exhausting, according to those interviewed. There is equally a shortage of 
medical practitioners in South Africa, which results in many clinics being run by 
nurses (Daviaud & Chopra, 2008:48). These healthcare provider constraints are 
part of the documented global health worker shortage, in which a deficit of four 
million health workers is indicated. This is a resource problem that has reached 
critical levels in many sub-Saharan countries, including South Africa (Campbell & 
Scott, 2011:126), as the medical practitioners in this study indicate: 
‘Yah there's no full-time doctor looking after the paediatric cases you know, if 
they've got problems then they always refer them to uh to to to to to the adult side, 
to be seen by medical practitioners there’  
‘And you must know a third of those HIV-positive patients have tuberculosis, that's 
beside the TB load on its own, plus there were figures given to me that for X 
number of HIV-positive patients you are supposed to have a full-time doctor, so 
we should have at least two full-time medical practitioners here, just for the ARVs, 
and there is only me (appointed for PHC)’  
‘We only, I only started treating children about a year, it's only about a year now 
um for the sole purposes we didn't start before because we we didn't have enough 
staff we didn't have enough equipment and so on, and skills to do it um um they 
just said you know, treat’ 
In order to adequately discuss increased workload owing to healthcare provider 
shortages it is imperative to focus on nursing staff, the frontline providers of 
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primary healthcare in South Africa and antiretroviral treatment in particular (Van 
Rensburg, Steyn, Schneider & Loffstadt, 2008:1). The healthcare system in South 
Africa is struggling to retain sufficient numbers of skilled health workers in the 
public sector in general (Daviaud & Chopra, 2008:47), but nursing in particular is 
currently in a desperate situation. There is not merely a shortage of nurses in 
numbers, but quality and productivity have been deteriorating over time, a factor 
that should be viewed with the utmost concern (Campbell, 2006:46). One of the 
participants in this study talks about the quality of nursing staff in one of the clinics:  
‘But other sisters who were not so committed in the paediatric department and 
often they would just copy the medical practitioners script from previously, not 
weigh the child, no checking’  
‘And found many MANY times um we sent them back with mistakes um, um so 
ultimately we would very carefully check and many many scripts were sent back 
because of mistakes from sisters writing prescriptions’ 
Decentralisation of access to health services, a move towards community care, 
and task-shifting from medical practitioners to professional nurses and community 
health workers has increased access to ART for patients. This has had the 
concurrent effect of increasing the workload of nurses (Bartlett & Shao, 2009:638). 
A report by Médecins Sans Frontières (2007:2) stated that over half the 
professional nurses’ posts in healthcare centres were vacant, while simultaneously 
HIV-associated workloads were increasing. Professional nurses in this study attest 
to their growing workload:  
‘But now as the numbers increased and as of from 2004 up to two thousand, um 
2011, I still did not get any assistance; I didn’t get any extra help, no other sisters, 
so from one patient to all these hundreds and thousands I’m still doing the same 
work, one person (stops talking, sighs deeply)’  
 ‘The adults are sitting there, the chronics, the sick babies, the babies coming for 
immunisations. We don’t separate services because we are short staffed, so 
there’s one queue’  
‘It’s not gonna really work, it’s not gonna work (having paediatric patients for 
89 
CHAPTER THREE:  DISCUSSION OF RESULTS AND LITERATURE CONTROL: HEALTHCARE 
PROFESSIONALS 
antiretrovirals), because um too much, the workload is too much’  
Health resource deficits are evident in the public sector in South Africa and are 
limiting the roll-out of antiretroviral therapy (ART). As the demand for ART 
continues to escalate, health systems in developing countries will remain 
challenged by the overall deficit in essential staff. Achieving essential health 
interventions and the Millennium Development Goals (MDG), which equates to 
scaling up HIV care, will be equally problematic, particularly in sub-Saharan 
countries (Laurent, 2011:314). 
Healthcare workers are overloaded by the increasing numbers of patients seeking 
antiretroviral treatment. These patients add to the already high workload related to 
other health conditions, such as acute and chronic cases, well baby, and family 
planning. The overpowering workload negatively affects the quality of care, a 
factor of which many professional nurses are fully aware:  
‘You know they keep saying you’re saving lives [ART]  but my answer is we’re 
saving lives every day we see patients, so I understand the need for it, I think from 
my side I I take my work seriously, I wanna at least be comfortable knowing that I 
am providing a proper service with all all the things that we need, so it’s kind of 
trying to do it but realising maybe someone will slip through the cracks you know, 
and it’s a scary thing that’  
When the workload becomes too much for the staff, there are the dangers of 
patients having to postpone antiretroviral initiation and clinical visits, late diagnosis 
of adverse events and poor adherence (Laurent, 2011:315). A participant talks 
about poor quality care and the ensuing adverse event in which intervention was 
required:  
‘And um they [nurses]  don’t always check the lab results – that’s that’s a big thing 
for me, um I had a patient sitting in front of the dispensary so like gasping, and 
they wanted to send her home with the ARVs and a six month repeat of chronic 
medication, and I said um her blood pressure was like, what 60 or 90 over 60 or 
something like that, and they put her on blood pressure medication repeat on the 
prescription; and I checked her blood results, she’s anaemic since January, they 
hadn’t seen that either’  
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The above scenario is critical as far as patient care is concerned. This patient was 
referred to trauma due to the intervention by the pharmacist, and admitted to 
hospital with a life-threateningly low haemoglobin level. Had the patient gone 
home, it is debatable how long she would have survived. As the previous 
participant observes, regarding this and other incidents at this clinic:  
‘Or we don’t care, it’s just to get the patient out and go home, they don’t want to 
bother with making more issues about it, you know? Sounds terrible, like they 
don’t want to bother with patient care’  
‘It’s really scary, a lot of the sisters don’t know how to treat these patients and then 
they get the wrong doses. We had a case like that it was a very very delicate 
situation’  
Although still largely doctor driven, the antiretroviral programme is undergoing 
changes to mandate and expand the role of nurses so that they can legitimately 
initiate treatment and prescribe antiretrovirals. This should increase the number of 
patients on therapy, particularly HIV-positive children. But it will also increase the 
nurses’ workload considerably. This could have variable results, particularly 
regarding quality of care and patient safety. 
With only approximately 462 nurses for every 100,000 citizens, which translates to 
a ratio of 1 registered nurse for every 550 people (taking into account the 18% of 
nurses registered, but not practising) in South Africa, this is a considerable 
shortage in skills, and hands available for care (Bateman, 2009:568). Despite 
these challenges, South Africa currently has the largest antiretroviral roll-out 
programme in sub-Saharan Africa. The enormity of providing ART to more than 
one million people, however, would challenge any healthcare system (Ojikutu, 
Makadzange & Gaolathe, 2008:70). 
Sub-theme 1.2  Healthcare professionals experienced disharmony 
within the work environment 
Less than 50% of patients who currently need ART are able to access this 
treatment, hence the proposition by the South African government, in 2010, to add 
1.2 million people onto therapy within the next two years. While demands for 
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therapy expand, the resources to meet these needs are not increasing 
exponentially, as is clear in sub-theme 1.1 (Webster, Sibanyoni, Malekutu, Mate, 
Venter, Barker, Moleko, 2011:315).  
Increased workload will result from the increased needs of patients, as explained 
above, and this increase in workload is one of the work characteristics that could 
lead to disharmony or conflict in the workplace (Baillien, Rodriquez-Munoz, Van 
den Broeck & Witte, 2011:129). Work characteristics consist of role conflict, job 
insecurity, workload and social support. These work characteristics could fuel or 
escalate personal conflicts, particularly when added to job demands and the lack 
of job resources, all of which can negatively affect work-related wellbeing (Baillien 
et al., 2011:130). Stress and conflict are common in healthcare settings, and 
factors that contribute to stress are lack of appreciation and fairness, inadequate 
pay, increased workloads and poor relations with co-workers (Morrison, 
2008:974). Healthcare professionals in this study share their views on conflict-
generating workplace issues: 
‘If if people are more understanding you can take the extra load, it’s when people 
become, when they don't want to understand, and they don't want to work, and 
then it becomes a hassle’  
‘That's it teamwork, which we don't have! To organise to have teamwork you’d 
have to change people's minds sets and that is the problem and I don't know how’  
‘I think if if if everybody could be where they're supposed to be you know you 
know, you are looking for somebody to write the blood this, you looking for 
somebody to look for results and everything, they are nowhere to be found. So it's 
very important, discipline, it's very important, it's very important’  
Job demands by definition suggest an energy-depleting process that could result 
in psychological and physiological losses, strain and burnout. This in turn affects 
health and wellbeing, for example psychosomatic illnesses and depression, 
leading to the inability to cope, and disharmony (Baillien et al., 2011:131). The 
healthcare professionals in this study all appeared to feel overwhelmed by their 
workloads, particularly if their co-workers were doing less than they were. This 
appeared to occur in most clinics, with participants experiencing feelings of being 
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overworked because of the lack of support from colleagues: 
‘The other doctor didn't want to treat, he didn't want to treat, so all the paediatric 
patients are coming to me and all the pregnant patients are coming to me, he 
didn't want to treat the pregnant ladies as well, he has his own personal reasons 
so a Tuesday is quite busy for me’  
‘We need proper ordering and checking, because people sometimes tend to wait. I 
know that my colleagues they wait until something is finished, until there’s nothing 
left, until they, before they do something about it’  
‘She's [her colleague]  not available, and everybody comes to this side, it's just not 
on, I mean like on Monday we had to send about 20 people home, primary 
healthcare people, because they swamped this clinic’  
These participants were angry during their interviews and frustrated. If they 
continued with their current workloads and lack of support, they would be open to 
the repercussions of this unresolved conflict that appears to be building up. This 
does not engender good working relationships; nor is such a situation conducive 
to staff morale (Morrison, 2008:922). 
Therefore job demands and stressors can leave workers exhausted and unable to 
cope with their workday or the emotional stressors that come their way. This can 
result in an aggressive attitude, anger, dissatisfaction and depression, which does 
little to enhance workplace productivity or harmony (Whitworth, 2008:922; Baillien 
et al., 2011:131; Mazzola, Schonfeld & Spector, 2011:93). Participants relate their 
frustrations of extra duties imposed upon them by others and the results: 
‘We had a situation actually at one of the clinics where every Thursday, when it 
was the paediatric clinic, the pharmacist would call in sick, so I was seeing 30 
paediatric patients and then I was going to dispense 30 patients medicine in the 
dispensary! It was incredibly frustrating’  
‘We couldn’t do all the dispensing for the antiretrovirals every day, because of the 
workload and shortage of staff, on the one hand we are preaching adherence, 
adherence, adherence, and on the other hand, because we can’t get through the 
work, we were actually encouraging defaulting, I really battled with that’  
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‘I, the dispensary was, badly affected by the lack of discipline of staff in the clinic, 
because many the staff in the wellness clinic would come late, or they wouldn’t 
come at all, which meant that we wouldn’t get files through from the wellness clinic 
(for dispensing purposes)’  
Combined with overwhelming work demands is the lack of job resources with 
which to complete tasks, which additionally frustrates workers’ motivation and 
might even cause them to withdraw from work. The result of such an eventuality 
could lead to workers disregarding work-related norms, which could irritate their 
colleagues even more, and prompt negative behaviour between co-workers 
(Baillien et al., 2011:131). This type of scenario was detected during interviews 
with the participants in this study, where they were extremely critical of other staff 
members, yet felt unable to rectify such situations: 
‘We find sisters [professional nurses]  would just copy the medical practitioner’s 
previous script and copy it WRONG, apart from not weighing the child or or or or 
adjusting according to weight, but even copy the previous script WRONG, um 
[sighs] ’  
‘So um the prescriptions are in a mess, you can’t follow the patient, they’re writing 
2011, then next I see 2010, 2009 you know, they’ve written 2010, 2009 and then 
at the TOP of the page they start a 2011 prescription, how can you follow a patient 
like that? They are just looking for a space to write, ANYWHERE’  
‘And you will find 90% of the time it's always the pharmacy personnel, um a lot of 
burden gets dumped onto pharmacy, you'll find people check their feet [take their 
time] all through the day and then comes four o'clock when they leave, you find 
you're stuck with 20 patients sitting in front of the pharmacy, but for the whole day 
nothing happened, you know, so it's a bit frustrating’  
Related above are worker’s frustrations with their co-workers, and the feeling that 
not everyone is doing what he or she should in the workplace. Currently rapid 
changes are taking place in the healthcare environment. When combined with the 
multiple challenges experienced by staff in antiretroviral clinics, the result is 
interpersonal conflict, which appears to be high on the list of stressors for the 
population of this study, gauging from the interview responses (Whitworth, 
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2008:921). Another major stressor is wasted time and effort (Mazzola et al., 
2011:97), which was also detected in this study. In the following quotations, 
healthcare professionals relate their exasperation at having to double-check the 
work of others before being able to complete their own:  
‘There were some good sisters and there were some um sisters who uh um, the 
attitude was you know, they were not committed, um and I dunno if it was well just 
lack of commitment let’s say, um whatever they were doing there would be 
mistakes, where they would like copy the medical practitioners script, leave out 
something or put the wrong dose or ja [sighs deeply] ’  
‘But they (nurses) will allow anyone, ANYONE, even the security, to come in here 
and take blood pressures, testing urines, and blood sugars, and they don't know, 
they don't know, I mean, I mean, how you can leave them to do this? The security 
guard, yah he also takes blood pressures and pulses and haemoglobins and 
urines and whatnot, then I have to recheck them’  
‘I, we, I, we (pharmacists), once the patient was initiated um, often it, often the 
sister wouldn’t put in the dates, so I would write in, you know, in a week’s time 
counselling, adherence counselling, ah second week date adherence counselling 
and so on, otherwise when does the patient come back?’  
When all staff are working under pressure they become pushed for time and 
patience dwindles, leading to conflict, which can magnify within the clinic setting 
and lead to interpersonal conflict between staff members and staff groupings 
(Campbell, Scott, Madanhire, Nyamukapa, & Gregson, 2011:180 and Whitworth, 
2008:922). This is evident in the following quotes, which show interprofessional, 
co-worker conflict as healthcare professionals pinpoint issues with one another: 
‘I want [sighs] I want that clinic to, it can be so much better but it depends on the 
people working there; I feel like, I feel like, that one wants to make a difference, 
that some don’t, I can pinpoint exactly who they are and even with the medical 
practitioners, I think that that the total number of medical practitioners that are 
dedicated would be one or two’  
‘When we started scaling up paediatrics the same thing happened, it was actually 
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the pharmacy that was refusing to issue paediatric ARVs, or coming up with all 
kinds of excuses why they can't issue paediatric ARVs’  
‘Often OFTEN blood results were not followed up on, what’s the point of doing 
blood tests if they are not followed up on? And OFTEN we would send books back 
and say where are the blood results? And we were criticised for going beyond our 
scope of practice at one stage!’  
Psychological reactions to stress, especially interpersonal conflict, are common in 
most workplace settings, as evidenced in this study, particularly anger and 
annoyance (Mazzola et al., 2011:106). Relationships in the workplace can be 
complex owing to the stressful situations, which can even result in disruption and 
viciousness. This is a form of workplace bullying or ‘horizontal violence’, which, 
although it is a way of coping with high job demands and low job resources, can 
cause emotional pain and decreased job satisfaction among staff (Baillien et al., 
2011:132; Morrison, 2008:975). Examples of workplace conflict are shown in the 
quotes below, which reveal areas of concern that are not being dealt with 
adequately:  
‘Because in trying to put back pressure we eventually said we were closing the 
dispensary at four o’clock, um in the hopes of that this would make the the files 
come through quicker, but I’m afraid that didn’t help either, so there were big 
problems, and it wasn’t fair on patients’  
‘My frustration is here, in nursing we not supposed to have racial issues, ne, and 
we not supposed to be looking at the amount of work we do, because we are here 
for the patient, but if the sister, if if the sister, all of us are supposed to do VCT and 
PCR, but if one sister (points to herself) is not here nobody else will do it, if you 
check the book PCR come Wednesday, PCR come Monday, why did that sister 
not do it? What is she waiting for?’  
A factor that came across succinctly was an apparent lack of understanding 
among certain professions of the work expected of each grouping. Ironically, all 
groups felt overworked, and that they were working harder than the others. The 
following quotations refer to such feelings: 
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‘Then we should rather take those funds and put more people in the pharmacy, 
because we've got a lot of people coming to work, filling the posts, getting the 
money that they are for doing nothing’  
‘We hadn’t started rolling out so we referred to [names clinic] , okay, and this is my 
concern because a month later the child still hadn’t started ARVs, and had a CD4 
count of 9 (critically low) when he was referred’  
‘Repeatedly said in the MDT meetings we are stretched to capacity, we can no 
longer cope, we need help, and as I say all we did was LOSE staff’  
The above comments show the level of frustration among staff in the clinics, and 
regrettably their attitudes could lead to conflict. This may well result in an 
unproductive atmosphere, which is implied by the staff interviewed for this 
research (Whitworth, 2008:922). The criticism displayed between staff interviewed 
appears to lead to job dissatisfaction and interpersonal conflict, again due largely 
to the high job demands: 
‘People come to work to earn a salary, they don't come to work because they want 
to or because they enjoy work or what they're doing, that is my opinion’  
‘It’s just to me, the whole thing, there’s a lack of ah commitment, organisation, 
whatever, it’s just easy, write another script, I, we often said but how do you even 
see a patient without reading back to what happened last visit?  
‘Now it’s just every day, any time, you don’t know who’s coming, who’s being 
started, who has been on adherence counselling, who has not been, it’s just, the 
doctor feels she should start, she starts, no consultation’  
When considering the potential interpersonal conflict fulminating in the 
antiretroviral clinics, it is a concern as to how the scale-up of antiretroviral 
medication can proceed at the pace required. Considering the requirements of 
comprehensive treatment, care and support for adults and the children, all staff 
need to be working optimally. Indeed, it appears that the staff can barely take care 
of themselves, they are so overwhelmed by their workload and the intensity of the 
field they are working in: 
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‘I cannot see it happening [quality], staff morale is down because they are 
overworked and under staffed, you know the whole story, but that’s reality and 
nobody is doing anything about it’  
‘It is, it is quite an intense place, as a matter of fact at one meeting one of my staff 
members asked me to take a break from the paediatric ARV clinic’  
‘I go home, I can’t sleep at night, So SOMEHOW I’ve built a barrier so that I I’m 
not affected THAT much, I used to have stress; I came to work, I was stiff in my 
neck, my shoulders were just in knots, but I forced myself to come to work 
because I was thinking about the patients’  
Owing to the low staffing and patient numbers, waiting times for patients are 
increasing. Because of this, many staff members are verbally abused by patients 
(Bateman, 2009:2) through no fault of their own, and this also leads to frustration, 
and anger: 
‘Last week I had so many, I was shouted at, screamed at every single day by 
someone, or two or three people, so it’s a bit demoralising because you are trying 
to do what you can’  
‘You get one or two patients that spoils the whole bunch, they don’t listen or they 
try to make your life miserable or they complain everywhere’  
One of the outcomes of continual levels of high stress is that absenteeism 
increases among workers. Some then resign owing to their inability to cope with 
the stress and conflict (Baillien et al., 2011:131). This appears to occur in the 
clinics where participants in this study were interviewed: 
‘Some people don't seem to take it that way, they do not enjoy learning and 
working, and you can see that by the staff absences here, just about every day’  
‘One HIV doctor part time, and they come and go, how many HIV medical 
practitioners have we had here in the past 2 to 3 years, we've had quite a few, it's 
probably our fourth Dr here, and he's not here all day, so it's not ideal’  
‘Very bad, [laughs], very bad and ah I decided to retire early because morally and 
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ethically I felt that I couldn’t actually condone what was happening’  
The antiretroviral roll-out presents multi-faceted opportunities and challenges for 
healthcare professionals in South Africa. Not least of the challenges is disharmony 
in the workplace, as evidenced in the interpersonal conflict described in this Sub-
theme. Poorly managed workplace conflicts can wreak havoc on work productivity, 
demoralise staff, increase turnover and damage relationships (Graham, 2009:71). 
Sub-theme 1.3  Healthcare professionals experienced ineffective 
management specifically at clinic level 
Managers are expected to implement four generic tasks, regardless of where they 
work, namely planning, organising, leading and controlling (Pillay, 2008:2). 
Managers should be able to define targets and reach them. Managers must 
coordinate human, material and information resources, and motivate co-workers. 
Controlling involves determining performance levels and monitoring progress 
comparative to objectives. They also have to integrate modern business 
management practices with clinical and healthcare expertise (Pillay, 2008:2).  
Although health managers are the key to conquering health delivery constraints, 
establishing the capacity and effectiveness of health management is not 
straightforward. Certainly enhancing management and leadership capacity in the 
health sector in South Africa appears to be a current requirement (Pfeiffer, 
Johnson, Fort … Gimbel-Sherr, 2008:2134). Healthcare managers need to be able 
to integrate the health plan and focus on the patient. This is turn needs to be 
integrated with the professional clinical teams under their control, namely medical 
practitioners, nurses, pharmacists and ancillary team members (Buell, 2011:9). 
Healthcare professionals in this study comment on the clinic management 
currently in place, but not in a favourable manner: 
‘They know if the client don't come on that day they need to intervene that very 
same day; they are not doing it and if you question them then they say I don't have 
the time or they've been sick and this and that, so there is a good system in place 
that they are not practically implementing’  
‘Contract nurses and agency nurses working with those clinics and that is why all 
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the SERVICES once again, all the services, not just ARVs are are not done 
properly, that is why the quality of care is at a very poor level in the clinics’  
‘Um but unfortunately um things are not what, how we would like them to be, I 
think that would also help you know, eh to get together you know, from time to 
time and discuss and advise and see what we can do better, you know um yah’  
The managers in clinic settings are generally termed ‘middle managers’ because 
although they are in charge of the facility, they have to answer to the district 
management team and thereafter the district manager for health. The district 
manager reports directly to the management team at provincial level. This is part 
of the decentralisation process in South Africa, and still requires some co-
ordination, particularly integration of vertical programmes at provincial level 
(McCoy & Engelbrecht, 1999:138).  
Many people are of the opinion that managers at facility level are little more than 
an addition to the bureaucracy, perhaps even a barrier to change. Certainly in 
many clinics the feeling is that the manager is weak and lacks the motivation to 
bring about change (Embertson, 2006:224). The following quotations concur with 
these sentiments: 
‘So there were big problems and it wasn’t fair on patients, um I I think the whole 
management is critical because if there isn’t proper, ah oversight of the clinic then 
problems arise’  
‘At the moment I would almost say what management? people come and go as 
they please, although people might might be nice they might not necessarily be 
good managers, not everyone can distinguish between friendship and work, and 
there's no discipline in this clinic absolutely none’  
‘Proper management, strict management um you know I I my thing is if you don't 
want to work take your stuff and leave you know, fire people, because people 
have this slack attitude and if the something that totally flips my top it's a lazy laid-
back person, I can’t handle it, and lack of assertiveness, can’t handle it’  
Healthcare clinics that are undermanaged will find it harder to implement 
necessary changes, especially if the manager does not have adequate knowledge 
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of the organisation’s strategies and its social structure. One of the plus factors in 
having managers at facility level is that because they are working on the ‘frontline’, 
they can generate solutions faster than those higher up the organisational ladder. 
This premise presupposes that managers at facility level are familiar with daily 
operations, which assists them to deal effectively with issues related to patients 
and employees (Embertson, 2006:225). Participants in this study relate their 
frustrations over the apparent inability of managers to deal effectively with clinic-
related matters: 
‘It is frustrating, and I think the NGOs at the moment are playing a very important 
role out there because you you have your managers, they are, they are in a 
supervisory capacity, but often they don't have the clinical capacity to actually be 
able to, you know, to be able to supervise the nurse’  
‘And it’s even worse when you get a sister in charge [referring to the facility 
manager]  that has no understanding of ARVs, who even, who doesn’t have any 
training in it’  
‘You know we have people who are sick, have people who are on study leave and 
that there's nothing catered for that, I mean we've barely manage with the staff 
that we have, I mean yesterday we had two off sick plus the sister in charge 
(facility manager) um plus the two com serves who weren't here, and then ANC 
works with one sister only’  
Good managers are like circus performers as they use their skills of juggling and 
balancing to manage the organisational goals, objectives and budgets. They 
should be using these skills to achieve harmony among employees as well, by 
monitoring and fine-tuning relationships and keeping frustrations to a minimum, in 
order to keep the system functioning optimally (Embertson, 2006:229). Sadly, it 
appears that managers in the clinics where healthcare professionals were 
interviewed are not achieving this level of expertise:  
‘I really feel that I become so mad, I really become so mad, because I now 
imagine if it was me because am saying to myself imagine if it was me, what was I 
going to do? And sometimes really this people they don't have anywhere else to 
take from, this is all they've got, and then we can’t help them’  
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‘So the clinic is no longer about patient care, hospitals are no longer about patient 
care, its stats, money, political and racial. Patient care – out by the door’  
‘And not um, not understanding the work that you do, and then and not listening to 
you, because she [facility manager]  made autocratic decisions and just making 
the patients angry, and making the staff angry, and then the staff morale is down 
and then nothing is just done properly’  
If healthcare institutions are to be fully functional they should practise crisis-
probing, which implies an investigative process into the operational and 
management structures in order to ascertain weaknesses and flaws before they 
become difficult to resolve (Canyon, Adhikari, Cordery … Yang, 2011:1). This 
would imply that management is available to listen to employees and open to 
discussion. It would also suggest that people can say what they need to without 
fear of reprisal. If managers were to fully engage with their staff, they would be 
able to investigate the factors working for and against the facility and to resolve 
areas of difficulty in order to improve performance and alleviate susceptibility to 
crisis situations (Canyon et al., 2011:1). The participants share their views on 
work-related stress areas that should be attended to, but have not been 
addressed:  
‘I just think that if if we had adequate staff there wouldn’t be any of these 
problems, properly resourced, dedicated pharmacist, medical practitioners 
whatever, if they could give us that um there’s no reason why we couldn’t give 
private institutions a run for their money, because you’ve got staff that are 
dedicated’  
‘No there’s no problem with supplies, it’s just if the person of the department is not 
there nobody will worry, so I’M there I must order, even immunisations, if there’s 
no immunisations nobody will worry to order, and that’s why I tell them, I’m NOT 
the in- charge’  
‘Yah that's what I'm saying and you know, there's a few people that carries 90% of 
the burden and the rest is just there to, I don't know how to say it, got a job, 
because they don't actually do anything’  
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Managers are expected to ensure that employees are satisfied and work demands 
can be met. If employees are unhappy, their work suffers. Stress results, which 
cause people to feel uncertain and anxious. If left unattended, this can lead to the 
erosion of loyalty. Ultimately an environment of suspicion and uncertainly evolves 
(Embertson, 2006:229). This appears to be occurring in quite a few healthcare 
clinics used for this study, as participants share their feelings: 
‘Yah the the the problem is even if you implement systems um, you’re still gonna 
have to solve the personal issues people have’  
‘The problem is with the big clinic where I’m working, there is sometimes (laughs) 
not always, there is not always the communication between the between the staff 
member themselves’  
‘It’s just chaos; and we had a meeting on Friday about just the eh the tick 
registers, it’s not being filled in, there’s no data, no stats, and now they all have to 
start from scratch, the tick registers everything’  
An article by Pillay (2008:6) indicated the lack of management capacity in the 
public sector in South Africa. This article expounds the theory that managers in the 
public sector must improve their skills through education and training that is 
contextually relevant in terms of current programme design and delivery (Pillay, 
2008:6). Participants in this study, it seems, concur with this idea: 
‘And um but unfortunately um things are not what, how we would like them to be, 
eh but I'm very hopeful that you know, that they could get better you know’  
‘We are without masks, and we have one sister who had a needle stick injury and 
she wasn’t even wearing gloves, you know, dealing with wellness patients so I I 
don’t know, there’s just so much management work to be done’  
‘2,400 adults on treatment already, um at the moment it is very chaotic, there’s no 
um exactly actual order in which these patients are being followed up, they (other 
staff) make up their own guidelines, and who am I to stop them? That’s why I feel 
that the facility manager should be overseeing them’  
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Healthcare management is a rapidly growing profession in which there is currently 
a shortage of qualified managers, particularly in terms of leadership and 
experience, as endorsed in the quotations from participants in this research study. 
Managers of healthcare clinics need to improve their knowledge and skills in terms 
of organisational details. They also need to be aware that the workforce in 
healthcare settings tend to be highly educated and interrelationships can become 
complex. Competent managers should be able to deal with these 
interrelationships and ensure interpersonal trust and collaboration to guarantee 
optimal treatment, care and support for patients (Garman, 2006:152; Embertson, 
2006:231). 
Sub-theme 1.4 Healthcare professionals experienced the work 
environment as being non-conducive to rendering 
adequate care 
Health systems desperately need to be capacitated in order to deliver 
comprehensive treatment, care and support for all, efficiently and equitably 
(McCoy et al., 2005, 21). HIV/AIDS has significantly increased the demand for 
health services, while reducing the ability of the health service to supply them. A 
functioning procurement and supply management system is necessary to achieve 
equitable access to essential medicines and technologies, in order to adequately 
meet the needs of the population requiring care (Yu, Souteyrand, Banda, Kaufman 
& Perriens, 2008:3) 
Participants in this study were vociferous about the challenges presented to them 
regarding the requirements for healthcare and the under-resourced public health 
sector in which they work. According to Jaffray and Miti (2012:30) the Department 
of Health (DoH) has identified twelve items that are required for effective 
functioning of primary healthcare clinics. Only half of these items were available 
and in working order in the Eastern Cape in an audit in 2003. The essential items 
were a thermometer, stethoscope, blood pressure apparatus and otoscope. Only 
1% of professional nurses in the Eastern Cape were equipped with any of these 
items. The following quotations show that participants in this study experience 
similar resource constraints:  
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‘I want to tell you that we don't even have oxygen here, all cylinders for four 
months never checked, and then there's the day that you need the oxygen and it 
was empty’  
‘Well the blood pressures can’t be accurate, if you know what a normal blood 
pressure supposed to be you know it can't be right, and machines have not been 
serviced for the last four years’  
‘And do that with BPs yah, because if it’s very high I want to recheck, and then 
often you also have to look at how many times are machines calibrated, and is it 
accurate really’  
During the interviews with participants from the parents/caregivers group, it 
emerged that their children were not being weighed at every visit, because ‘the 
equipment was faulty’. This is a concern because the weight ratios/bands in HIV-
positive children are the parameter on which the medication dosage is determined. 
While interviewing the healthcare professionals, this issue of weight was referred 
to repeatedly as a matter of importance in prescribing ART for HIV-positive 
children. The following quotes concur with the importance of weighing HIV-positive 
children accurately to determine the correct dosage for the child. If this does not 
always occur owing to inadequacies in the workplace, it affects the ability of staff 
members to provide optimal care for the HIV-positive children:  
‘Bearing in mind that paediatric um, HIV dispensing is time consuming, and ones 
got to check and double check because, because with the children’s weight 
increasing all the time, often you know the scripts were not updated, so you know 
we were checking weight against doses and sending scripts back’  
‘A community care worker working in the service area, the baby section weighs 
them, but then they have to verify the weight inside [consulting room]  so what is 
the point? The sister would question and then she would say okay I'm not happy 
with this weight, let me recheck’  
‘But they [children] get transferred from somewhere else, and they [healthcare 
professionals] see these prescriptions of the patient when the weight was this, and 
they just copy that and they don’t consider what the patient weighs now, so there 
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is a theory gap, things that they don’t know, and then they [children] are 
overdosed or underdosed, but it is mostly underdosed’  
There are numerous barriers to accessing effective HIV treatment, care and 
support services, particularly because the health services are fragmented and 
inequitable. Most of the population (approximately 80%) require care from the 
public sector, which is impaired by poor supply chain management, and 
subsequent shortages of essential supplies with which to treat patients. This is 
particularly pertinent to the provision of antiretroviral medication and is 
pronounced in the sector providing medication to HIV-positive children (Moshaba, 
Pronyk, Williams, Schneider & Lurie, 2011:842‒843). Participants in this study 
share their frustrations over supply chain issues with medication in the clinics 
where they work:  
‘Also sometimes when there is no medication, and not even any antibiotics, and 
sometimes we find that the children are sick maybe with pneumonia because most 
of them its pneumonia, sometimes when there is no amoxycilin we give the 
erythromycin and then there is no erythromycin so we have to send the children 
[to another clinic] for the medication and sometimes they [parents] will say I don’t 
have money sister. So really that is frustrating’  
‘I have had patients where I had to say listen I don't have panado, we don't have 
allergex, we don't have methylsalicate, um you must just go to the chemist you 
can buy there, and fortunately it's not very expensive, but still you know people 
come for service, and there's just nothing’  
‘And at the end of the day it's the patient that suffers so that's what frustrates me, 
so they will come from dispensary and they will say: sister but I wasn't given 
anything so I don't know what to do, maybe my child, and you can see that this 
child is very sick’  
One of the current challenges is to integrate HIV/AIDS services into the primary 
care setting. This involves training all primary healthcare staff to treat patients with 
HIV/AIDS, and providing adequate space and staff to ensure optimal treatment 
care and support. Capacitating clinics and staff and guaranteeing sustained 
funding for meaningful resource allocation are essential in order to build up local 
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clinics and improve access to care for those that require it (Larson, Bertozzi & 
Piot, 2011:848).  
Combined with the critical shortage of healthcare professionals in South Africa is 
the humanitarian necessity of scaling up ART, which is showing up glaring gaps in 
the health system (Philips, Zachariah & Venis, 2008:682). This is especially 
pertinent to providing ART and integrating care for HIV-positive children into the 
health system (Doherty, Chopra, Nsibande & Mngoma, 2009). Participants in this 
study speak about the difficulties that they experience in providing ART for HIV-
positive children with current workplace insufficiencies: 
‘[Children] it’s on the cards, it’s on the cards, but this is also something I don’t 
know how to discuss because it’s part of the problem, like we don’t have the staff 
to to to to if you see, um there is no way for me to include children in my things, or 
any other more patients because I’m already at my limit, it’s like [stops] ’  
‘Yes but it’s not, we’re not an accredited site yet, but we are, we are ready to roll 
out; there’s a lot of things we don’t have in place which I think you need to be 
accredited. We don’t have a full-time doctor, there’s limited space at the clinic, we 
are not starting with children yet, um no pharmacist, surely not enough staff’  
In order to provide comprehensive primary healthcare of an adequate standard, 
appropriate infrastructure has to be in place. Most of the clinics in which the 
participants in this study work are old and cannot accommodate all of those that 
need healthcare. New clinics are in short supply. Older clinics need to be 
upgraded, but upgrades seem to take years to complete, and the renovations 
appear inadequate or incomplete (Human Rights Commission, 2009:39). The 
participants in this study were resolute about the constraints that they had 
experienced, particularly regarding infrastructure:  
‘Then of course there’s the space, space is never enough, the corridor where the 
patients must sit, we can accommodate 30 patients at a time there, we keep the 
windows open, we keep the fan going, but that space is not only for the adults, the 
pharmacy’s there, the hatch must still be opened, then, the mothers with the 
children also come to collect their medication there’  
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‘There just isn't space, the clinic is full up there just isn't an empty consultation 
room, lay health counsellors, who needs the space to provide counselling, there is 
no space for them, at times when the counsellors need to do some counselling the 
two sisters are working out of one room, so the infrastructure is quite a big 
problem’  
‘I think I must have been at [names clinic]  5 years, um in that whole time the 
dispensary was not finished, it was still under renovation’  
Post-apartheid South Africa inherited an inequitable health system, which, despite 
policy changes, has not been reversed. Health system capacity, measured mostly 
in terms of healthcare professionals, requires urgent attention, as does 
infrastructure development (Stuckler, Basu & McKee, 2011:170). The next 
participant relates concerns over cross-infection, linked to waiting times and the 
austere clinic setting:  
‘We’re putting them [HIV/AIDS patients]  right next to the person who's coughing 
their lungs out, yah and your immune system maybe it’s a count of 30 you know 
so it's very important, I think here what we need to do is get like fan extractors you 
know, um and also em ventilation? and maybe sheeting as well you know, maybe 
an expert can um eh ah ah, help you know, cause I I I think the waiting’s a bit 
better you know, if the area is not that too cold, because they they are forced to sit 
there for hours and hours and hours’  
The next participant discussed problems with renovations at the clinic: 
‘The renovations were not done properly, they should have had a doctor here to 
tell them how to construct a proper clinical survey; you know consulting rooms, 
some of them have no space, the consulting rooms are totally inadequate, we 
don't have proper ventilation’  
The participant below mentions basic resources that would improve the pharmacy 
environment: 
‘Yes more staff, more um dedicated staff in in the pharmacy, I need people that 
can make a difference, people that can get the job done, um and say basic things 
computers, printers, a proper log system you know, like it's purely the basics, you 
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don't need a lot of great grand things to make it work, you just need the basics’  
Healthcare professionals also have needs that should be met in order to optimise 
care for patients. One of these is the right to work in a safe environment that is not 
harmful to health or wellbeing. A positive work environment is important, as is 
proactively reacting to emergent risks (Global Health Workforce Alliance, 
2008:21). Participants in this study relate to this principle:  
‘Cleanliness [laughs] , a mop and soap, and space we need space, because now 
at the moment um we are doing observations in the boardroom, um children are in 
the clerks room where the filing has to be done, and the computer guy who has all 
the data is sitting outside, you know what I’m saying?’  
‘And we are a high-risk place, and you know another one of our sisters who 
worked in HIV is off with tuberculosis, another one has just returned after having 
tuberculosis’  
‘The infrastructure could be better, maybe this waiting area needs upgrading, 
we've got a TB room right next door to the HIV-positive patients you know, 
remember their immunity is not is not as strong as yours and mine hey, I think that 
something needs to be done about this here’  
The participants interviewed all have suggestions for improvements in the 
workplace, so that their task of providing healthcare for HIV-positive children 
requiring ART could be optimised. This merits serious consideration, for the 
benefit of both staff and patients.  
Sub-theme 1.5 Healthcare professionals experienced various issues 
relating to NIMART training and implementation 
During the last six years of the ART programme (2004-2010), approximately 
900,000 people, mostly adults, were started on treatment. In the next 2‒3 years 
the government intends to commence another 1.2 million people on this life-saving 
treatment. This proposal combines with the raised CD4 threshold, commencing all 
HIV-positive children less than one year on treatment, and cancelling antiretroviral 
site accreditations. The only feasible way to achieve such an enterprise is to shift 
the load from under-resourced medical practitioners to nurses, themselves in short 
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supply in the public sector (Colvin, Fairall, Lewin … Bateman, 2010:210). 
Nurse-initiated management of patients on antiretroviral therapy (NIMART) is 
considered the solution to rapidly increasing the availability of ART, particularly at 
primary healthcare level. Thus far, studies depicting the efficacy of NIMART have 
centred on clinics in which there is support from well-financed non-governmental 
organisations (NGOs), and physician assistance in the form of initiation of 
treatment and mentoring. But will the existing systems and current resources be 
sufficient for NIMART to work (Colvin et al., 2010:210). Participants in this study 
give their opinion regarding NIMART: 
‘Eh um most patients are initiated by medical practitioners but there are sisters 
who who's done that special courses you know, as there's this short course called 
NIMART ah, we've got quite a few sisters who initiate patients you know that side 
as well; but like I said if there are any problems then they refer them to medical 
practitioners, there's no like full-time doctor you know’  
‘For our system, because we do not have a doctor every day at a clinic it's it's a 
good idea, but I I think there should be more training involved that's really, for me 
it's not enough to sit at a workshop for two days and then to say oh you are 
competent and and initiating antiretrovirals and treating children’  
‘Yah so why do you bother to send them on courses to prescribe if they don't know 
how to do it? It is senseless, you must make sure that people are properly trained, 
evaluate them, have a mentor or somebody and from there they can go on their 
own, but I think what also happens is that they do the two-day course and then it's 
expected of them to know everything, so there's a few loopholes in the system’  
Currently the biggest problem regarding NIMART in the clinics where this study 
was performed is that the nurses are not allowed to prescribe. This has caused 
conflict between the professions, and has derailed attempts to roll out NIMART in 
this district. The pharmacists insist on a medical practitioner’s signature before 
they dispense the antiretroviral medication. Participants in this study comment on 
this situation:  
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‘Well the pharmacist has a problem you know with allowing them [the nurses] to to 
initiate you know um, that there has been like reports, one or two who you know 
who came to me saying you know look I’ve got NIMART um but the pharmacist 
wouldn’t accept that I've written the script for the patient eh they want the doctor to 
sign you know’  
Yes [participant sighs deeply] it's a very tricky issue the pharmacy are saying it's 
not correct as according to the Pharmacy Council legislation, so now the doctor 
has to countersign, ah it's been big, I mean NIMART I think would have been 
happening a lot faster and a lot wider if we didn't have these complications, and 
also given okay it is their legislation, but it should have actually been something 
that was sorted out before the government implemented the policy’  
‘Well with NIMART we um were not a 100% at ease about it, and the pharmacy 
council also had had an issue about it, but ah we would definitely if if if it was a 
new, I mean newly initiated patients, script being written we would at least get the 
doctor to sign; the whole NIMART thing actually caused problems’  
Pharmacy Council directives (above) and the legal and regulatory parameters for 
nurses in primary healthcare settings have been debated at length. Certain 
authors regard the legal difficulties as minimal, despite evidence to the contrary 
(Colvin et al., 2010:210). The current legal means to enable nurses to be 
recognised as authorised prescribers is not clear. According to Section 56(6) of 
the Nursing Act (Act 33 of 2005), nurses may keep, prescribe and supply 
medicines, but only in the absence of a medical practitioner or pharmacist. The 
use of Section 56(6), however, is a temporary mechanism that does not assist in 
NIMART becoming a reality in primary healthcare settings in the long term (Gray, 
2010:28). 
Sections 56(1)‒(5) need to come into effect so that nurses can legally prescribe 
antiretroviral medication. This requires nurses to be adequately trained and 
demonstrate competence so that a safe and effective system of NIMART may be 
set up. Currently, due to the provisions of the Nursing Act (Act 33 of 2005), 
Section 38A of the previous act (1978) allows nurses issued with 38A to practise 
as enabled by that permit, which incorporates primary healthcare nursing and the 
provision to prescribe up to Schedule 2 medications (Gray, 2010:29). 
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Unfortunately, the antiretroviral drugs are Schedule 4 and are not technically 
covered by the 38A regulation. Primary healthcare nurses, as mentioned earlier, 
are currently covered by Section 56(6) of the Nursing Act (2005) albeit temporarily. 
Apparently the Nursing Council needs to formalise the qualifications and training 
that will enable nurses to be entered into the specialist registers, for which Section 
56 makes provision. After that, the proposed medicines that nurses may prescribe 
should be verified by the Nursing Council, and considered by the Medicines 
Control Council. New schedules will then be formulated by the minister of health. 
Only after these actions have been completed will nurses be recognised as legal 
prescribers of antiretroviral medication (Gray, 2010:31). These legal issues were 
described at interviews with participants in this study:  
‘Ja, but the problem there is that the pharmacy assistant doesn’t want to dispense 
because I’m NIMART trained, the doctor must prescribe, otherwise he doesn’t 
want to give the medicine’  
‘There's been some challenges with NIMART we had a workshop with a lady from 
national [government] and then she basically gave us in terms of what you need to 
be able to prescribe antiretrovirals, in other words for NIMART, and after that 
meeting it became clear that most of our our professional nurses that work 
prescribing NIMART were not compliant with what national say for them to to 
prescribe, they are not qualified’ 
‘NIMART was rolled out but I think somewhere somehow agh I I don't know how it 
happened whether facility managers were misinformed regarding the process, or 
there's some miscommunication from National to Province to us but yah, I think it 
didn't work out the way it was meant to work out so most of the clinics are now 
referring back to the medical practitioners; all the scripts are now signed by the 
doctor’ 
‘I have done NIMART, yes, although um there is a problem with us initiating on our 
own with a pharmacy so I will do everything, and write down the treatment that the 
child needs to receive, but have medical practitioners sign off, that's the only way 
they are going to issue it at the dispensary’  
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All the professional nurse interviewed for this study said that they were NIMART 
trained, but that the pharmacists would not issue prescriptions written by them. 
Some clinics have been able to work around this dilemma by directly utilising the 
provision in Section 56(6) that the nurse may be issued with a permit to keep, 
prescribe and supply medicines in the absence of a medical practitioner or 
pharmacist. One of the clinics in which participants were interviewed for this study 
attested to prescribing and dispensing antiretroviral medication, as stated in the 
following interviews, although there was a pharmacy assistant and a doctor twice 
a week:  
‘No, I can prescribe NIMART what is happening is that we are dispensing because 
we are only having one pharmacy assistant so that is helping with all the other 
services, so all the ARV we are dispensing, I used to keep them in my room but 
now I don’t keep them, so I just prescribe it there and then I go and fetch and give 
to the child, we are dispensing ourselves’  
‘Yes they are dispensing because they are NIMART trained and according to the 
pharmacy legislation they don't recognise NIMART as the legal prescription yes, 
so the pharmacy assistant cannot dispense that NIMART script’  
‘Yes if a pharmacy assistant is going to hand out that script then that script has to 
be countersigned by a Doctor, but they said that was part of the training that 
NIMART nurses can actually dispense their own medication, that was the whole 
package that went with NIMART, that you dispense your medication’  
There has been some confusion over NIMART, legally and in practice. Healthcare 
professionals that were interviewed in this study appear to find the ramifications of 
the NIMART roll-out disorganised and ambiguous:  
‘Um according to NIMART we are all, the registered nurses are supposed to start 
but if you go back to the council and the regulations um, we're not supposed to’  
‘Yes, at the moment the sisters are dispensing [NIMART] because the 
pharmacists refuse and we cannot let our patients go without treatment, so it's, 
they just, they just do’  
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‘With NIMART we are supposed, we can prescribe yes for the children, but as you 
know it’s not actually, the pharmacists don’t actually don’t want us to’  
Some healthcare professionals are unsure or unaware of the issues related to 
NIMART, which is of concern considering the legal and ethical issues:  
‘But the NIMART we started, uh, u the NIMART, but then we had to stop again 
because there’s some (waving hand) with the municipality, there’s something that 
came up now that um, it must be registered with SANC’  
‘Look ja um, I’m still not sure about NIMART so it’s confusing a lot of the time, so 
um our orders have come from I think our I would say our person in charge of 
health in the metro, that we cannot initiate, we need a medical practitioners 
signature’  
‘Yes, because it’s not approved by the um Pharmacy Board yet; the NIMART. It’s 
approved by our Nursing Board, not by the Pharmacy Board, JA I can’t give, so 
but now he does give, but the doctor must co-sign it (prescription)’  
The impact of HIV/AIDS has required a rethinking and restructuring of health 
resources and systems. A large part of this reassessment involves the role of 
nurses. This sub-theme has shown that, as part of the reconceptualisation of the 
provision of ART for a growing number of patients, NIMART is essential (Dohrn, 
Nzama & Murrman, 2009:S27).  
Sub-theme 1.6 Healthcare professionals experienced incongruence in the 
interpretation of side effects of antiretroviral medication in 
HIV-positive children 
Although the emphasis of this study is not directly related to the efficacy of 
antiretroviral medication or its side effects, many participants had experiences of 
the side effects of the medication as they pertain to patient care and adherence, 
therefore these discussions are deemed relevant to this study. 
Owing to the introduction of highly active retroviral therapy (HAART) HIV/AIDS has 
become a chronic condition rather than a progressive, eventually fatal disease 
(Treisman & Kaplin, 2002:1201). However, because eradication of HIV/AIDS is not 
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possible at this juncture, therapy is of a lifelong nature. This factor adds to the 
challenges of the disease, particularly because antiretroviral drugs have 
documented undesirable effects (Handforth & Sharland, 2004:151). During the 
interviews with the parents/caregivers group, most participants described side 
effects of antiretroviral drugs in their HIV-positive children, yet many of the 
participants in the healthcare provider cohort attested to seeing no side effects at 
all, for various reasons: 
‘You know in my experience the children the children actually have very few side-
effects, on the drugs’  
‘Yah and an integrated system so that you could see what somebody got 
somewhere else, now they come here and they shop around and then you never 
know there is no ways that you can follow up on the history, side effects, there's 
just no way’  
‘The side effects, um so we were very scared about that, but the more good 
results we saw the more excited and positive we became about the treatment, I 
don’t know if I was just lucky not to get very serious side effects’ 
HIV-positive children on ART need to be monitored regularly with blood tests for 
viral load, CD4 counts and thorough clinical assessments. Good educational 
preparation is necessary to ensure that the parent/caregiver is aware of the 
potential toxicity of the medication and of what to look out for in side effects 
(Handforth & Sharland, 2004:149). According to some of the healthcare 
professionals, this is not done or handled inadequately. This could explain why 
side effects were not recorded and followed up: 
‘What happens is that unfortunately, lot of the patients, they only come to the clinic 
when they are already starting to show the rash, they are already starting to show 
the weight loss, and the other symptoms (of side effects)’ 
‘The parent must be counselled properly. Sat down and explained, where they 
actually understand what it means if they are compliant with the child and how the 
medication will affect that child’  
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‘Lack of effective counselling, perhaps that they didn’t fully understand the 
desperate necessity to comply with with with their medication um so, to me there 
were huge problems, such as patients not coming on their right dates’  
The staff also appear to be relatively uninformed as to the seriousness of 
reactions to the drugs:  
‘I've had one patient with um psychosis on efavirenz, and um after we changed 
from efavirenz to kaletra, she was fine’  
‘I also had one patient who had such severe peripheral neuropathy he was he was 
like also six years old and he was weighing like 6 kg or something it was just 
ridiculous you know’  
‘I can say that there there haven't been any major problems um we've had one 
one child in fact to that we suspect had an abacavir sensitivity and we referred 
them to hospital, so yah so no major problems with the paediatrics’  
According to the literature, these are serious side effects that warrant intervention 
and monitoring. In the above quotation, the drug reaction was entrenched at the 
time of intervention, which was too late. In addition, peripheral neuropathy is a 
long-term effect of drug therapy and is usually linked to drugs such as stavudine 
and didanosine (Handforth & Sharland, 2004:152). Perhaps it could have been 
noticed at an earlier stage to prevent the negative outcome. 
Abacavir is associated with a potentially fatal hypersensitivity reaction, which 
occurs in approximately 5% of HIV-positive children and needs to be dealt with as 
a medical emergency (Handforth & Sharland, 2004:152), it was wise to send this 
child to the hospital and it is hoped that all such cases are handled in this manner. 
It is worrisome that no major problems are noted, whereas the two described are 
definitely severe, in the researcher’s opinion. 
Another concern over side effects is the seeming confusion between drug 
reactions and the effects of HIV/AIDS. Complications of HAART and of HIV/AIDS 
overlap significantly (Treisman & Kaplin, 2002:1201). HIV-positive children are at 
higher risk of neurodevelopment and cognitive impairments. For instance, 
developmental delays in the gross motor domain are more frequent, and lower 
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cognitive functioning has been shown in HIV-infected children compared to normal 
controls according to a study by Puthanakit, Aurpibul, Louthrenoo … Sirisanthana 
(2010:141).  It was also observed in this study that there was no improvement in 
cognitive function following commencement of antiretroviral therapy. 
‘With the one child, she used to do well before she started ARVs but but with the 
ARVs she is not doing well; she failed in June I think and her work has 
deteriorated, um I don't know if it was a previous learning disability or learning 
disorder but that was not picked up before ARVs’  
‘I’ve seen some other behavioural changes um most of most of the mothers are 
complaining that the children are hyperactive all of a sudden, and very inattentive 
um um that is the most complaint that I've seen’ 
HIV-infected infants and children have considerable risk of delayed mental 
functioning. The neurodevelopment profile of HIV-positive infants is significantly 
lower at 12 months of age than that of non-infected children. HIV-positive children 
showed poor receptive language and word recognition skills, which leads to 
compromised learning skills (Puthanakit et al., 2010:141). It is therefore unlikely 
that despite the side effects profile of antiretroviral drugs that HIV-positive children 
are reacting to the medication in the manner described in the quotes above. The 
damage to the cognitive functioning of the child is probably due to the direct 
effects of HIV on the neurological system during neurodevelopment. In such 
cases, despite the toxicity of the antiretroviral medication, it is preferable to the 
effects of HIV itself. In resource-constrained settings it is advisable to consider 
early initiation of ART to alleviate cognitive impairment. Healthcare professionals 
need to ensure that they are aware of what constitutes side effects of the 
medication, and what conditions are due to cognitive impairment caused by the 
disease itself, so that intellectual performance of these children can be improved 
(Puthanakit, et al., 2010:145). 
One of the healthcare professionals has the right idea regarding side effects, 
patient counselling and their importance:  
‘If the baby has a rash bring the baby in, in other words these are, this is the 
treatment that the baby is on, these are the sort of diseases you will see. These 
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are the symptoms you will see from the ARVS. Like a rash for example that the 
baby might get if the baby was on efavirenz’  
Another healthcare provider points out some of the problems in the clinics, which 
explain some of the difficulties in prescribing and monitoring ART, and HIV-
positive children:  
‘They [professional nurses]  don’t know what what side effects to look out for, they 
don’t know the opportunistic infections, they can’t prescribe the treatment, they 
haven’t done antiretrovirals on adults, now we’ve got to ask them to check 
adherence with the caregiver and the child (shakes head)’  
The lack of ability to ensure optimal treatment, care and support for HIV-positive 
children in the clinics is reiterated:  
‘When it comes in with practical knowledge and applying the knowledge and um 
actually being confident with the knowledge I don't think that that's happening’  
Adverse reactions and side effects of antiretroviral drugs occur more frequently 
than the quotations might have indicated. This is verified in the following quotation: 
‘The weight loss the umm the reactions to the treatment, the ARV treatment, 
children with tuberculosis, on treatment, and HIV-positive and on antiretrovirals, 
the other side effects, lymph nodes, body aches, the em the gait, the walkings and 
the body, the thin limbs and the big tummies and that, we are seeing it here’ 
The care of HIV-infected children in poor, resource-constrained countries must be 
down-referred to primary healthcare clinics. The challenge at this level is for staff 
to continuously update their knowledge in order to manage these children 
effectively (Guarino, Bruzzese, De Marco & Buccigrossi, 2004:360). 
Sub-theme 1.7 Healthcare professionals experienced apprehension 
regarding working with HIV-positive children 
The roll-out of ART for HIV-positive children, begun in 2004 in South Africa, has 
trailed behind that of adults, as mentioned earlier. Various reasons have been 
cited for this delay. The most pertinent issues include knowledge deficits of 
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healthcare professionals, lack of confidence in treating HIV-positive children, basic 
lack of training (Meyers, Jaspan, Rabie & Cotton, 2009:363‒364), and ‘fear of 
treating children’ (Michaels, Eley, Ndhlovu & Rutenberg, 2006:3). Fear of treating 
HIV-positive children with antiretroviral medication and dealing with the 
complexities of HIV infection is evidenced in these comments by participants in 
this study:  
‘Yes, because of that fear for the children’s treatment, initially I was scared of 
working with the children’  
‘Um I mean, in this clinic, some of the clinic sisters, and the medical practitioners 
even, are scared to start therapy with children’  
In developed countries, antiretroviral medication is managed by medical 
practitioners who specialise in HIV/AIDS. They are able to treat patients optimally, 
using a full array of antiretroviral drugs. They have the support of frequent 
laboratory monitoring, including resistance testing. The patients thus treated are 
shown to have excellent results, as opposed to those without such specialist care 
(Sanne, Orrell, Fox … Wood, 2010:34). Such results may indicate the complexities 
of dealing with HIV infection and its multifaceted management, which is more 
intricate in children. The level of training received by healthcare professionals is 
apparently a factor in determining confidence levels in staff working with HIV-
positive children, as are guidelines to assist them in rendering care (Yeap, 
Hamilton, Charalambous … Grant, 2010:1108). Participants in this study concur:  
‘Just the challenge, you know, to see, cos, ARVs is, um, how can I say it? For me 
it was like, people that are so sick sitting in the queue and I thought I will never be 
able to manage those people, I won’t know what to do with those people, but once 
I’m here I start to get that confidence’  
‘But it was mostly fear of of of of of not wanting to miss misdiagnose um giving 
treatment that is not right for the child because we did not have proper guidelines’  
‘Yah so I think in in in anything new, because it's just that fear of the unknown you 
have, to give people the support that they need to gain the confidence to to do it 
themselves’  
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Scaling up antiretroviral treatment for HIV-positive children remains impeded, with 
most provinces struggling to achieve similar targets to those achieved in adults. In 
the Province of the Eastern Cape, HIV-positive children make up less than 10% of 
all patients on antiretrovirals. Obstacles cited include lack of sufficient trained staff, 
laboratory capacity, drug procurement, integration of services, and of the 
knowledge and skills required by healthcare professionals. Healthcare workers 
appear to be particularly challenged regarding venesection and children, which is 
an important part of treatment and care in HIV (Meyers, Moultrie, Sherman, Cotton 
& Eley, 2006:244). Participants in this study struggled with obtaining essential 
blood specimens from HIV-positive children:  
‘Shjoe the hardest thing is getting the blood from the babies, drawing blood that 
was the most difficult thing, I, initially I hated taking blood from the kids no matter 
what the age, oh it was emotional torture for me’ 
‘No PCR test was done, the sister that saw her at six weeks is one of our sisters, 
the reason why she didn’t do it there was no card, she says she can’t draw bloods 
on children, so PCR is not done, so now the child is six months old, no PCR test 
was done’ 
The expansion of antiretroviral services, particularly for HIV-positive children, is an 
urgent requirement in all resource-constrained countries. Studies have proved that 
task-shifting HIV care from medical practitioners to nurses can be effective, 
especially if, in addition to structured training in the use of ART, all clinical staff 
receive protocol-specific training. This study also indicates that good clinical 
practice needs to be taught, as well as on-going clinical mentoring when the 
nurses are working in the antiretroviral department, including telephonic support 
(Sanne et al., 2010:39). Participants in this study referred to the need for on-going 
clinical mentoring, support and training. Training appears to be lacking in other 
professional groupings, however. Most participants had views on the requirements 
for scaling-up comprehensive treatment for HIV-positive children in primary 
healthcare clinics: 
‘Sometimes a a sister that’s not watching the child’s weight increase, you can 
actually start under dosing the child on ARVs, and then what you’re doing is you 
wait six months and you have this huge jump in treatment which is not effective, 
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which is probably one of the reasons why we are having a lot more paediatric non-
compliance and virological failure’  
‘Um I wouldn't say um I'm 100% comfortable you know with ah with prescribing 
you know in children, I would not say not quite hundred percent comfortable, em 
but the district makes it easier yah you know, because they offer courses as well 
um special courses like short courses, for medical practitioners, and that helps’  
‘It was it was it was more, mostly fear, and treating children and treating adults is 
totally different, um we were, we were sent to a course, which was awkward’  
‘But there was a lot of frustration, a lot of tears, I tell you it was just very very 
difficult, and it wasn't, you know the nurses, there was one nurse at (names clinic) 
who was very anti-starting children, she had, she had a fear’  
Nurse-initiated ART is under-researched, so it is difficult to determine how this 
concept will work out. Greater anxiety could manifest as more nurses are 
expected to initiate treatment in HIV-positive children. Nurse-initiated therapy is 
controversial, and requires adjustments to legislation, and more training and 
support of nurses to function optimally (see sub-theme 1.5). In a study by 
Subbaraman, Chaguturu, Mayer, Flanigan and Kumarasamy (2007:1093) an 
investigation between the differences in initiation of ART under more optimal 
conditions, in developed adequately resourced countries versus developing 
countries such as South Africa, was performed. In developed countries multiple 
first-line antiretroviral options are available with which to individualise patient 
therapy, thereby reducing dose-limiting toxic side effects, especially in HIV-
positive children.  One of the hurdles expressed by healthcare professionals in this 
study is fear of side effects and of the toxicity of the medication: 
‘I mean we’re talking about the side effects but this is toxic medication and I know 
that’s where a lot of fears have been’  
‘I know [that the drugs are toxic], and I think that that’s just my big fear, because 
somewhere something’s going to slip through the cracks’  
‘I still check with the medical practitioners because prescribing for a paediatric 
patient is not easy, and you always scared because abacavir came out, we put 
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one child on abacavir and he reacted that very week, so for me personally I need 
to cover myself, I will always go and ask the doctor or I write there consulted with 
doctor – to cover myself’  
Diagnostic protocols for HIV-positive children must be followed to optimise 
treatment and care. This has been difficult for healthcare professionals because of 
lack of technical competence, little provider confidence in caring for infants and 
young HIV-positive children, and lack of dedicated training sessions on treating 
HIV-positive children. Inclusion of such practices would go a long way towards 
overcoming the ‘fear’ of treating HIV-positive children that seems to be prevalent 
among clinicians, a dynamic not limited to this study (WHO & UNICEF, 2008:29). 
Participants share more of their experiences of treating HIV-positive children:  
‘The problem with our training is is we training and then we leave a big gap before 
we actually do it, you know people forget into a three-month time they have gotten 
what they were trained on, you need to come back and you need to implement 
you know, and preferably have somebody that actually mentor or give you support 
or be a phone call away, um to get over the fear of paediatrics’  
‘And look here, a sister is allowed to prescribe, if they’ve been on a NIMART 
programme, but obviously they are scared, one can understand they are scared. 
They don’t want to have a baby having bad side effects and then have a report 
written up against them. You can understand that’ 
‘A lot of the other nurses are very scared to dose the children because what 
happens is your body volume, is much smaller so if you give the incorrect dose 
they have far worse side effects, so nurses in general, unless they’ve been on the 
correct training and they are a 100% sure, they’re very scared to actually prescribe 
paediatrics’ 
A recent study (Cameron, Gerber, Mbatha, Mutyabule & Swart, 2012:99) 
established that only 50% of the nurses in primary healthcare clinics had received 
training in clinical skills, and a mere 38% of participants had formal training in 
dispensing. An understanding of the pharmacology of drug interactions in patients 
on multiple drugs is vital for good clinical practice, and would alleviate fears of 
working with HIV-positive children on ART. Participants in this study concur about 
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the need for more training in order to effectively treat HIV-positive children with 
ART:  
‘And mostly they don’t know what’s going on, they don’t do know how to do the 
paediatrics, they don’t know how to start them on treatment, they don’t know how 
to the different medications, the dosages and it’s really scary’  
‘But the staff are not educated, because the last time I asked where are the 
nurses from this clinic because I only saw the in charge attending the ARV HIV 
training for NIMART and I asked where are your nurses? You need people who 
are going to do the work sitting her’  
‘But I I must say in all the years that I've worked in the pharmacy um I've seldom if 
ever come across, except for medical practitioners, but for other disciplines, that’s 
actually been able to work out doses, they can’t do it’  
HIV-positive children have historically faced considerable barriers to life-saving 
antiretroviral care. Comprehensive paediatric care must be offered to drastically 
reduce the health inequities this population has experienced. Paediatric NIMART 
needs to be accelerated by expanding clinical mentoring and further training in 
clinical skills and pharmacology (Smit, Diergaardt, Fourie, Matshikwe, Letsoala, 
2011:13; Cameron et al, 2012:100). The participants in this study verified that they 
require training, mentoring, and support in working with infants and HIV-positive 
children requiring ART. 
Sub-theme 1.8 Healthcare professionals experienced concern over the 
low numbers of HIV-positive children attending the 
clinics 
South Africa is one of only 12 countries globally in which child mortality is 
increasing (see Chapter 1). One of the ways to improve care for HIV-positive 
children is to ensure that good-quality primary healthcare services (PHC) are 
offered. Current statistics for children with HIV/AIDS are not encouraging: over 2 
million children are infected and around 700 are dying each day. The advent of 
ART has had a dramatic effect on the course of HIV/AIDS in children, with current 
guidelines recommending starting therapy as soon as possible after diagnosis, 
123 
CHAPTER THREE:  DISCUSSION OF RESULTS AND LITERATURE CONTROL: HEALTHCARE 
PROFESSIONALS 
particularly in children under two years.  
Evidence from treatment programmes promotes the viability and advantages of 
ART, even in highly under-resourced settings (Calmy & Ford, 2011:1). Despite 
these findings, the clinics where the researcher conducted interviews had minimal 
HIV-positive children on ART, compared to adults on therapy. Participants had this 
to say: 
‘Um I think it’s about 40 children and approximately 1,500 adults’ 
‘We have 2400 adults on treatment already, now we currently have 17 paediatrics, 
I think we’ve initiated 4 since end of June, which is not a lot’  
‘I’ve got 500 and something adults, and forty two children on antiretrovirals’  
‘We were on about 1500 on ARVs, uh, adults, we’ve got about 100 children on 
ARVs’  
‘Under two quite a bit, we have 63 children on ARVs at the moment some were on 
ARVs that came from other areas, I think under one year there’s 14, if not less, 
and adults about 1500’ 
‘We have got 19 children on register of which we have got five already that are lost 
to follow-up, so we got a figure of 14 on the books, (adults more than 1500)’  
Perinatal HIV has virtually been eliminated in developed countries, while the 
countries most affected by HIV continue to have appallingly low prevention 
coverage. Owing to the lack of prevention from mother to child, approximately 
1,000 children are newly infected daily in sub-Saharan Africa. The next step in 
therapy for these infants and children is ‘test and treat’, a strategy that has been 
on the research and implementation agenda for the last 10 years. In South Africa 
the ‘Children with HIV Early ART’ trial has proven the efficacy of immediate 
treatment of HIV-infected infants, showing a reduction in mortality of 76% 
(Lallemant, Chang, Cohen & Pecoul, 2011:581). 
 According to the WHO guidelines, HIV-exposed infants should be tested at six 
weeks of age, using RNA polymerase chain reaction (PCR). This has been 
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simplified for staff in resource-constrained settings by the development of 
alternative virological tests using real-time PCR and dried blood spots on filter 
paper (Lallemant et al., 2011:582). But many clinics are still not testing at six 
weeks of age:  
‘It’s a very big concern the child was done PCR at six weeks and was positive, no 
ARVs was given but the child is on bactrim, they are not following the guidelines’  
‘So if I’m not here the PCR does not get done, and if there’s no dry blot the PCR 
does not get done, a patient is 6 months old, what can happen in 6 months? A lot, 
that is why I am frustrated’ 
‘I mean the two weeks that the municipal clinic was on strike was an eye opener 
for us, because we got so many patients, PCR’s are not done, nevirapine is 
sometimes not given, prophylaxis is not given’  
There have been considerable developments in scaling-up HIV/AIDS therapy, and 
some integration between areas of the health sector, such as maternal, newborn 
and child health, tuberculosis and primary healthcare (WHO, 2011a:7). 
Regrettably this is not translating into the access of ART for HIV-positive children, 
which remains a concern to many healthcare professionals in this study: 
‘You know I thought, I had 64 children from 2008, I thought it would be more by 
now, you know? You listen to the newspaper and the the TV and they say so 
many households are child run, parents have died, where are the children?’  
‘Let me say on the em, hindsight, because what I’ve noticed is that we don’t have 
that many children on the ARV programme’  
‘So I ah ja I don’t know um I ja that that is a good question, where are the rest of 
the kids so ja um I wouldn’t even have the answer here either, we haven’t got any 
children on antiretrovirals’ 
From the figures in the previous quotations, and evidence from reports, it is not 
hard to believe that fewer than 25% of HIV-positive children who are eligible for 
treatment are currently accessing ART. Intensified efforts and strategies are 
required to increase interventions for HIV-positive children, in quantity and quality. 
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HIV response in resource-constrained areas should be evidence informed, so that 
interventions are linked to local epidemiology to ensure maximum impact (WHO, 
2011a:8). Certainly when reviewing the interviews with participants in this 
research, there appears to be room for improvement in the programmes currently 
offered in primary healthcare clinics for HIV-positive children:  
‘There’s no way really I also think because children affects, its, I wouldn’t like, I 
wouldn’t feel too much comfortable starting very babies and whatever because 
there’s too much things that can go wrong, it is a bit scary. I think you need your 
doctor to be with you, like if that child is really ill or whatever’ 
‘The one doctor just refused and said he’s not going to see the children, so it was 
all on the other doctor; I just think I could have refused many things in my life but 
you do it for the patients sake, because they need to benefit they are the sick 
ones’  
‘It’s just the WAY you approach and then also I would say to have everybody 
trained on ARV paediatrics would also be a plus, or a bonus um, and get people 
who loved the wellness clinic, just concentrate on the babies, get them tested’  
According to Eley (2010:973) ‘the care of children younger than 6 months with 
advanced HIV infection is one of the most technically demanding clinical 
challenges that I face’. He describes how he reduced HIV-related mortality through 
early initiation of ART, improved interventions for opportunistic diseases, and 
appropriate access to intensive care. But staff at local clinics, who have limited 
support structures, are ‘scared’ of venturing into treating HIV-positive children. 
Participants in this study relate to the difficulties experienced in the provision of 
ART for HIV-positive children:  
‘If the patients had children, have the children been tested, you know the whole 
discussion, and looking at the blood results and the viral loads’ 
‘Ja and I’ve seen now when the other doctor tried to write up a prescription he did 
it incorrectly, so I can understand why he’s scared, I would be  
‘Paediatrics I'm still I'm still very rusty in paediatrics, yah but I'm going to learn 
more, especially the HIV and paeds from my colleagues you know’  
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‘The authorities are wanting to use the home visits and people to follow up and 
see you know, and to see the paediatric patients, at many clinics they are refusing 
to see paediatrics because they don't have the staff’  
One of the biggest constraints to scaling up antiretroviral treatment for HIV-
positive children is the lack of resources, the worst being healthcare professionals 
(see sub-theme 1.1). In this sub-theme participants point out that, in their 
estimation, largely because of lack of staff, they cannot commence therapy for 
HIV-positive children at their clinics or, if such therapy has been rolled out, 
increase the numbers. This problem is compromising the implementation and 
scale-up of prevention and care (Eley, 2010:973). Added to this is the apparent 
lack of knowledge and confidence among healthcare workers to manage HIV-
positive children commencing or taking ART, which could cause reluctance to test 
and treat young patients (Meyers et al., 2009:864). The following quotations 
validate the above mentioned factors: 
‘The medical practitioners when they are not familiar with an area they don’t 
wanna do it. They want to do something that will take quickly, but not to take time 
because a child is going to take time, and that they are probably not familiar with 
children’  
‘I I I actually initially refused to work with the children because I, emotionally I 
didn’t think I would be able to cope’  
‘That’s the hard part, it’s not nice emotionally to see the children, cos sometime 
you can see they not well, and there’s nothing else you can do; sometimes with 
the bloods, you know, the smaller children I’m struggling with the bloods, but then I 
just go get the doctor [who is there once a week], otherwise there’s no problems 
there, but for most of the children it [antiretrovirals] works well’  
A few participants considered what would enhance the provision of ART at the 
clinics. They thought that the clinic environment should be more child friendly, and 
that staff working with HIV-positive children should enjoy working with children, in 
order to ensure that mother and child could relax and benefit from therapy. This is 
in keeping with many studies that suggest child-friendly environments (Meyers et 
al., 2009:864). The participants relate:  
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‘A lot of things, I would say proper counselling areas, where we can properly 
counsel the mothers and show the children the TV’s and the play areas, let them 
get familiar with the medication, show them you know, just make it more friendly, 
child friendly’  
‘I enjoy that seeing the whole family and she brings all the children with and you 
know it’s like you know you get to know the whole family you know everybody and 
the children love you’  
HIV disease in children is a chronic, manageable condition in all countries with 
access to ART. It is time to clarify treatment for HIV-positive children and assist 
healthcare professionals to become knowledgeable and confident in treating 
younger patients. There is a need for paediatric HIV to move from the neglected 
disease it currently is, to a scale-up of services for HIV-positive children that will 
meet the great need that exists right now; it should be achievable (Meyers et al., 
2009:878).  
Sub-theme 1.9 Healthcare professionals experienced lack of adherence 
to antiretroviral medication 
HIV/AIDS prevalence is highest among economically productive adults of 
childbearing age, hence the immense impact on families and communities. 
Antiretroviral treatment is being made more affordable through primary healthcare 
centres as part of a package of treatment, care and support for those who require 
therapy. The package includes co-trimoxazole prophylaxis, counselling, 
management of opportunistic infections, comorbidities, and nutritional and 
emotional support (Campbell et al., 2011:175). Therapy in HIV-positive children 
leads to a reduction in plasma HIV RNA levels, increases in CD4 count, decrease 
in opportunistic diseases, improved growth and development, and decreased 
mortality (Haberer, Cook, Walker … Bangsberg, 2011:1).   
There is a paucity of research about adherence trends and levels among HIV-
positive children, including the reasons for non-adherence. Such information 
would assist healthcare professionals to formulate strategies to improve this 
aspect of antiretroviral treatment care and support, especially the component of 
patient information. Participants in this study also pondered aspects of adherence, 
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especially the issue of community health workers performing counselling for 
adherence, which is an essential component of treatment provision: 
‘With the counselling, there is a lay health counsellor that does the pre-sessions 
but I find out with me, I want them to come to me so that they can tell what is it 
that was said so that if I, I can have something to add or correct’ 
‘Ja we are picking up picking them up as they come to our service and then I refer 
them to go on to ARVs, um we have the councillors that actually um um 
counselled them for adherence and then they will be initiated’  
‘But then they said uh we shouldn’t do it [adherence counselling] and it should be 
done by the adherence counsellors, there’s no time for us to do it; and I said to 
them you know uh ah I’m sorry but I feel we must do it, I had a, we had a very 
good adherence rate when I was still doing it, I had a 95% adherence rate’   
‘It was a matter of concern and particularly when we saw the rate of the default 
rate, we often thought well, where the counselling failing is?’ 
High levels of sustained adherence are essential to achieve the benefits 
associated with ART. Reviews show adherence levels ranging from 49% to 100%, 
with 76% of articles reporting 75% in HIV-positive children in developing countries 
(Haberer et al., 2011:1). The challenge with ART is to ensure that patients and 
parents/caregivers understand the importance of optimal treatment adherence of 
above 95%.  
Good adherence is defined as taking medicine as prescribed and is decided 
between the patient and provider. Poor adherence indicates missing doses 
completely and includes taking drugs incorrectly (wrong times, wrong amounts, 
non-adherence to dietary requirements). Antiretroviral medication requires total 
adherence to medication in order to suppress a virus that has proven resilient to 
control. Virological failure increases sharply for patients with adherence rates 
lower than 90% (Jean-Baptiste, 2008:5). Participants in this study reveal their 
concerns about adherence in HIV-positive children: 
‘I've seen how patients respond to the treatment if taken correctly, and if a patient 
comes to the clinic they when having side-effects and we will sort them out the 
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patient will be fine, most patients are doing fine, just the problem is the defaulters 
and the default rate now, it is sky-high’  
‘We give them dates you know to come back yah so they will come back late and 
then you know what happens now adherence is, adherence is very important, you 
don't miss ARVs for two days or three days, you have to go for adherence 
counselling, so that's what’s happening all the time and we still don't know’  
‘When you default your chances of building up um resistance with regards to the 
medication increases and I almost wanna say, your fatality increases, because 
your chance of developing a resistance strain increases and we can’t treat it, 
we've got limited drugs on the market and with the way that people are ignorant 
about the whole HIV issue makes it worse’  
‘We should all be trained to be able to explain these things to HIV patients 
because that's basically what the whole treatment guideline is all about, it's 
adherence’  
Adherence to antiretroviral medication is uniquely challenging in HIV-positive 
children, owing to the numerous factors involved. These include the organisational 
skills required to ensure daily child dosing, and an understanding of how to 
correctly draw up the medication and administer it, particularly when the child is 
uncooperative. This presupposes that the parent/caregiver is aware of how to 
negotiate, age appropriately, with the child. Handling medication for HIV-positive 
children is fraught with difficulties, especially if dispensed in liquid formulation. 
Healthcare professionals need to be aware of the complexities in the 
administration of medication to HIV-positive children to be able to assist the 
parents/caregivers (Phelps, Hathcock, Werdenberg, Schutze, 2010:1). 
Despite all these dynamics, few training initiatives are designed to ensure that 
healthcare professionals understand the psychological and logistical challenges in 
optimal adherence to chronic life-time medication in HIV-positive children. It also 
seems to be the norm to place this task onto lay healthcare professionals, in the 
guise of task shifting (Callaghan, Ford & Schneider, 2010). While this is 
understandable, the training and supervision of this task should be outlined and 
formalised so that parents/caregivers are informed of their responsibilities towards 
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the HIV-positive children in their care. Participants in this study relate to the 
challenges in adherence in HIV-positive children: 
‘Patients who are HIV-positive will come in for their own medication but they don't 
care about the children's medication. They will sit here and wait for theirs but if it's 
time to wait for a child script they will leave it and come back and fetch it in a day 
or three, so from the parents’ side there is also no no interest you know it's um it's 
sad you know’  
‘I think um when you look at the adherence programme before the ARVs, the 
readiness programme, they they really struggle, if you see they making mistakes, 
it doesn’t matter how many times you sit and explain to them how the treatment is 
supposed to be given, they still end up making mistakes with the pill counting. Um 
so that was a huge hiccup that’s a huge hiccup still’  
‘It’s very frustrating because you just think about this child that is is relying on an 
adult that can hardly look after themselves, they’re not trustworthy, and this child 
doesn’t have a say and he’s the one suffering, it’s so unfair and it um it really 
made me angry but for the child’s sake I would really make the time’  
‘I’ve got actually two children failing on treatment, they are on regimen two at the 
moment, both of them is not adherent, there’s issues there, the viral load is going 
up and the CD4 is coming down. I have sent them to hospital, they can’t do 
anything they must stay on regimen two, even if it’s not working because (no other 
treatment available), its failing them’   
The goal of achieving high levels of adherence in order to avoid treatment failure 
is critical in HIV-positive children. Resistance levels are unacceptably high in many 
healthcare settings. The second line of therapy for children is limited in treatment 
options, and difficult for parents/caregivers to administer. Additionally there are 
drug interactions in cases of coinfection with tuberculosis, which render 
administration of second-line therapy more complicated. Improved first-line 
therapies for HIV-positive children are a matter of urgency (Haberer & Mellins, 
2009:195; Lallemant et al., 2011:582). One of the participants in this study 
comments on these standpoints: 
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‘Unfortunately the second line treatment in paediatrics is not as effective as the 
second line treatment in adults. I don’t know why but it’s not as effective and 
because of the body volume, your volume being decreased, your side effects are 
far worse than your adults side effects are on second line treatment, unfortunately; 
so you want that baby to manage, to stay, you want that baby to get, by the time 
that it gets to second line treatment, that baby must be an adult already, far into its 
adult already’   
There can be no doubt about the complexity of assuring optimal treatment care 
and support for HIV-positive children requiring ART. The drug regimen has to be 
explained and adhered to, which requires consistent and meticulous monitoring. 
Interlinking facets of care have to be in place and collaborating positively, namely 
the child, parents/caregivers, community members, and the availability of the 
healthcare system and support of well-informed healthcare professionals 
(Campbell et al., 2011:123).  
Reasons for missing medication doses in HIV-positive children that are often 
presented include forgetting, child refusing or vomiting and no re-dosing; running 
out of medication through lack of finance, distance, long waiting times at the 
clinics; incorrect dosing by the parents/caregivers; confusion between carers 
where there is more than one; parents/caregivers’s attitude towards ART; and 
disclosure, which elicits support or lack of it when the parent/caregiver fears 
stigmatisation. Participants in this study share their experiences:  
‘With the children the main, the other concern with children some of them don’t 
have parents, they are being looked after by grannies, the aunts other family 
members so there our adherence is a problem because if that guardian is working 
they send somebody else or they don’t come for the treatment’   
‘The other thing that worries me with the child the children that are on ARVs is the 
non-adherence because that is so worrying to me because the child doesn’t know 
anything, which means that it’s the fault of the mother’   
‘The counselling, you will find out that sometimes they (parents/caregivers) give 
the correct/incorrect dosage, sometimes because that’s what I have noticed, 
especially the ones that are coming earlier and then I will ask; ‘How much are you 
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giving?’ And then they will say; Haai man sister, I don’t know; then you find they 
are giving 8 instead of 6 mls’   
‘We have placed our lay health counsellors within those services (ART for 
children), so they at least counsel, but we need to understand that lay health 
counsellors are very limited in training so the actual professional nurse has to 
almost verify that information, almost have to make sure you’ve been given the 
right information, time it’s the time factor’   
ART for HIV-positive children is an evolving discipline, which should be 
specialised owing to the intricacies in working globally with children of all ages 
who require treatment, care and support for one of the most complex diseases of 
our time. Up until now, the focus has been on the provision of medications and 
management of physical disease. Psychosocial aspects of the disease, often 
overlooked, also need to be considered. These include factors related to the child, 
parent/caregiver, family functionality, and the resources available to the family. 
There are considerable challenges in dealing with shortages of healthcare 
professionals, social workers and infrastructure, which are as important as the 
drugs in the provision of comprehensive treatment, care and support (Haberer & 
Mellins, 2009:8). 
Sub-theme 1.10 Healthcare professionals experienced disproportion in 
numbers of men and women attending clinic for HIV 
related reasons 
A development associated with adherence is the difference between numbers of 
men and women visiting primary healthcare clinics. There is currently a shortage 
of information about gender differences in mortality among patients on 
antiretrovirals in Africa. Reports tend to be conflicting, and where differences are 
reported, the reasons are still uncertain. It is posited that men present later at the 
clinic, or are less compliant with adherence (Taylor-Smith, Tweya, Harries, 
Schoutene & Jahn, 2010:49). Participants in this study share their experiences of 
this trend:  
‘Major challenge here, is the majority of our patients that we see, the majority that 
we see here are female, men don't want to come to the clinic’   
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‘Ja men don't want to come, you can look at my register here you know out of nine 
uh patients, out of each 10 patients that I see nine are female’   
‘We see more women than men, for every 9 women there is one man, and the 
women don’t disclose to husbands, they are afraid that the husband will blame 
them for giving them HIV, so they are scared to tell him’   
As ART has become more widely available, the issues of access and equality 
within and among populations have become more significant. Initially, there were 
concerns that, owing to gender inequalities, men might have better access to 
treatment than women, particularly in sub-Saharan Africa. Conversely, evidence 
shows that currently men appear to be disadvantaged, with studies showing that 
fewer men are accessing treatment than women. Men are more likely to start 
antiretroviral treatment after they show signs and symptoms of disease, which is a 
concern, because timely healthcare seeking is essential (Cornell, McIntyre & 
Myer, 2011:828). Participants in this study share their experiences of similar 
trends:  
‘Guys don't come, your stats should be should at least be doubled absolutely, 
absolutely they should be doubled you know, they don't test and those who’ve 
tested you know as long as they're feeling well they just continue with their lives, 
you know’   
‘Men don’t like to come to the clinic, they are more likely to deny, don’t 
acknowledge illness, they wait until they half dead until they come to the clinic’   
‘I also have also said men present later, when their CD4 counts are really low, 
they are really sick, it’s the masculinity thing, I think, weakness to say they are 
sick, to admit being ill, so they present later, only come in at the end, or not come 
at all for treatment’   
Men may delay access to care and have poorer clinical outcomes because of 
pride, or fear of stigma or of their masculinity being threatened by attending a 
clinic to test for HIV (Taylor-Smith et al., 2010:51). A recent study (Mutevedzi, 
Lessells, Heller, Barnighausen, Cooke & Newell, 2010:597), indicated that 1 in 3 
males requiring ART have CD4 counts ˂ 50, cells/µl, which are associated with 
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higher mortality rates and highlights the need for strategies to include men in HIV 
care before the onset of advanced disease. These are suppositions, but have 
been alluded to in research, and by participants in this study:  
‘More women than men attend the clinic for treatment with antiretrovirals, I just 
started a married lady today on antiretrovirals, she is married but the husband will 
not even come in for testing, he has never ever tested, and he is refusing to come 
in’    
‘I think that men are afraid of knowing their status, they think if the woman is 
positive I am too, but they don’t want to hear for sure; so what they do is they 
come when they can see that they are sick, when they are very ill already’   
‘When the females come antenatally they come alone, they don't come with a 
boyfriend a husband; when they are given their status they are encouraged to 
bring that husband, they (men) don't come one you see because she didn’t 
disclose, so she rather goes back, not disclosing and just trying to pretend’   
Although many studies show evidence of gender inequity in access to ART, most 
international and national policies on HIV treatment, care and support do not 
appear to acknowledge men in relation to antiretroviral coverage. UNAIDS 
epidemic updates and country reports on access to ART do not document men’s 
lack of access to care; nor is this identified as a gap that should receive attention. 
Recent reports such as the 2010 Global Report on the epidemic (UNAIDS, 2010), 
indicate the need for equitable access for HIV-positive children and pregnant 
women, and fail to give attention to men’s inequitable access to ART. Scale-up of 
therapy in South Africa has shown a remarkable improvement in adult care. 
However while 55% of those living with HIV in South Africa are female, more than 
67%  (or two thirds) of the patients receiving ART in public sector clinics are 
female, which is significant (Cornell et al., 2011:826).  It appears that men believe 
that clinics are a woman’s domain, particularly because they are run mainly by 
women and the patient cohort is predominantly female. This could prove 
embarrassing for the men and, again, challenge masculinity (Myburgh, 2011). 
Participants in this study concur with these specifics:  
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‘Definitely more women than men, gender power issues that kind of thing so yah 
we never never test men, we should test men and try to target the couple’   
‘It is harder for the men to get well, because they come so late for treatment; the 
mortality is increased and definitely more opportunistic infections’   
‘We see more women than men, women seem more likely to be infected than 
men, much easier for women to get HIV, I think’    
Alcohol consumption might affect antiretroviral outcomes, particularly in men. 
Smoking could also affect morbidity linked to the medication. Alcohol is regarded 
as being associated with non-adherence to ART and worse virological outcomes 
(Taylor-Smith et al., 2010:52). A participant in this study shares an opinion on the 
above assertion:  
‘Alcohol is also a problem, a bigger problem in men, it’s considered masculine to 
drink alcohol; but this affects ability to take medication, or to even to present at the 
clinic’   
Certainly this difference in accessing ART between men and women is not 
isolated to the clinics in the area where this research was conducted. Studies such 
as those by Cornell et al. (2011) verify concerns that men are not accessing 
therapy timeously, thus increasing their risks of early mortality. Men are more 
likely to default on treatment than women, and are more frequently lost to follow-
up. These factors could be linked to men accessing treatment later in the disease 
process and becoming too ill to attend the clinic. Further studies are needed to 
ascertain the reasons that men are reluctant to attend clinics for treatment of 
HIV/AIDS (Taylor-Smith et al., 2010:50 and Cornell et al., 2011:826). 
In order to strengthen the family structures and assist those living with HIV/AIDS 
to live productive and fulfilling lives, policy makers should be considering 
strategies to ensure that men are kept healthy, as well as women and HIV-positive 
children. This should be done without compromising the advances already made 
in assisting vulnerable populations to access therapy (Cornell et al., 2011:828). It 
should be a matter of acknowledging the urgency of reaching men, and assisting 
them to accept life-saving treatment so that they can fully support their partners 
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and care for their HIV-positive children. 
3.4.1.1.1  Summary of healthcare professionals Theme 1 
Primary healthcare is a people-centred approach to health that makes prevention 
as important as the cure. Currently better performance is required from healthcare 
systems. Service delivery reforms are necessary to improve care for all people 
and, in this study, HIV-positive children requiring access to ART. Judging from the 
responses of the participants in Group 1 of the interviews, the workforce at primary 
healthcare level needs to be strengthened to provide sustainable care and 
equitable access. This requires competent management with leadership skills. 
Capacitation of the healthcare systems is thus a priority in order to provide 
comprehensive treatment, care and support for HIV-positive children. There 
appears to be a lack of integration among services in the area where this research 
was done, which limits the efficacy of the system.  
The healthcare professionals point out that their workload is excessive, with too 
few staff and too many patients to provide the patient-centred approach required 
for the optimal treatment of HIV/AIDS. Healthcare professionals are overwhelmed 
by their surroundings (poor infrastructure, lack of cleanliness and basic supplies), 
lack of support, interstaff conflict, increased stress, and disharmony within which 
they are expected to provide quality care to patients.  
Healthcare professionals discussed the poor work ethic, lack of commitment and 
poor attitudes towards primary healthcare services in general and patients and 
staff in particular. The management in most clinics was deemed non-existent or 
weak, lacking motivation or ability. There were no participants who felt that their 
manager could control the functioning of the clinic in order to achieve work 
satisfaction for the staff.  
NIMART, endorsed as the panacea for optimal quality coverage of ART, and 
considered the culmination of task shifting, has been poorly implemented, leading 
to interdisciplinary healthcare team conflict, because of the failure to ensure that 
policy/procedures/guidelines and legislation are all in alignment. Relevant training 
was limited for all healthcare professionals, resulting in a serious lack of 
knowledge in all sectors, but particularly for professional nurses. This has led to a 
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lack of confidence in many nurses, especially when asked to assist with HIV-
positive children, which is exacerbated by criticism from colleagues. A review of 
NIMART is required in order to ensure capacitation of professional nurses and a 
quality patient care system, particularly when working with HIV-positive children.  
The healthcare professionals revealed their concerns about the low numbers of 
HIV-positive children and men attending primary healthcare clinics to access ART. 
Adherence levels in HIV-positive children were discussed. It was claimed that 
guidelines are poorly adhered to, medication is not always given accurately, and 
adherence levels are notably poor in HIV-positive children. Adherence training for 
parents/caregivers requires improvement and strengthening.  
Although not included in this group’s analysis, stigmatisation and discrimination 
were mentioned by several participants as reasons for lack of attendance at 
clinics, avoidance of treatment, and defaulting. Regrettably, this includes HIV-
positive children as much as adults. 
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3.4.1.2 DISCUSSION OF THEME 2 AND RELATED SUB-THEMES OF THE 
PROFESSIONAL NURSE CATEGORY OF HEALTHCARE  
A graphical presentation of Theme 2 with its related sub-themes is presented in 
Figure 3.2 below: 
 
 
 
 
 
 
 
 
 
 
 
 
FIGURE 3.2: PROFESSIONAL NURSES EXPERIENCED AN OVERWHELMING 
SCOPE OF RESPONSIBILITY RELATED TO THE PROVISION OF 
ANTIRETROVIRAL THERAPY IN HIV-POSITIVE CHILDREN 
 
 
 
 
 
Professional nurses experienced: 
 
2.1 The emotional demands of working with vulnerable HIV-
positive children as traumatic 
2.2 Feeling demoralised by the enormity of the workload they 
are expected to manage daily  
THEME 2 
Professional nurses experienced an overwhelming 
scope of responsibility related to the provision of 
antiretroviral therapy in HIV-positive children 
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THEME 2:  PROFESSIONAL NURSES EXPERIENCED AN OVERWHELMING 
SCOPE OF RESPONSIBILITY RELATED TO THE PROVISION OF 
ANTIRETROVIRAL THERAPY IN HIV-POSITIVE CHILDREN 
The involvedness of HIV disease management has necessitated a more 
expansive role for professional nurses in caring for patients with this disease, 
especially HIV-positive children. This expansion is driven by the constantly 
increasing numbers of patients seeking care as HIV/AIDS programmes continue to 
be scaled up. In numerical terms, for every 500 patients placed on ART, three 
additional professional nurses and a pharmacist will be required, according to 
Willard (2009:138). Expanding the role of nurses is not a new concept. Typically, 
nurses take on additional responsibilities out of necessity, and often with little 
additional training or supervision. It appears therefore that professional nurses are 
simply expected to respond to the wide-ranging needs of people living with HIV 
and the concurrent demand for expansion in the role of the nurse, as documented 
in sub-theme 1.1. In the current HIV epidemic, nurses have had to expand their 
role from direct supervision of care to prescribing medicines (see NIMART sub-
theme 1.1), including overall management of HIV/AIDS programmes in many 
settings, including supervision of less skilled healthcare workers (Willard, 
2009:138).  
These quotations from this study sum up the extra tasks taken on by nurses and 
their apparent ability to do so: 
‘The other side it is sister (gives name) and others that side, they they they quite 
capable, um because children are seen separately you know from from adults, eh 
um eh all the under 12 (antiretroviral patients) are seen by the paediatrics sisters, 
if they've got problems that side they will refer them to us you know you for that 
particular problem’   
‘My clinics with my nurses, especially those that have been working with me um 
and antiretrovirals for quite some time I'm quite confident, and whatever they don't 
know they will always ask’   
‘In paediatrics we are very lucky that we have, our paediatric sister is extremely 
competent at the clinic where I work, so what happens is, I actually, we have a 
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huge rate of compliance, because what happens is because of her attitude and 
obviously the way she is counselling the patients, I’ve seen that the patients they 
come on, they comply with their dates’   
Legalities pertaining to the NIMART roll-out have caused negativity towards 
professional nurses who are prescribing medication for HIV-positive adults and 
children, and performing roles related thereto (see sub-theme 1.1). Therefore 
responsibilities, training, rights and roles of professional nurses relating to 
prescribing medication and related tasks need to be clearly defined in order to 
ensure expansion of their current role to meet the needs of the increasing number 
of patients requiring intensive treatment, care and support (Willard, 2009:143). If 
all of these provisions were in place, the role of the nurse in expanded care for 
HIV-positive patients might not be quite so arduous, challenging and frustrating 
(Willard, 2009:143). 
HIV/AIDS has tested healthcare systems worldwide, and provides challenges for 
nurses working as primary caregivers. Professional nurses are at the core of HIV 
care. They are skilled professionals who develop long-term therapeutic 
relationships with their patients. In the following sub-themes certain facets of the 
provision of ART for HIV-positive children, as experienced by professional nurses 
interviewed for this study, will be presented.  
Sub-theme 2.1  Professional nurses experience the emotional demands 
of working with vulnerable HIV-positive children as 
traumatic 
HIV infection in HIV-positive children is a life-threatening disease. Without 
treatment, HIV-positive children in resource-poor settings have a 45‒59% mortality 
rate by two years of age (Prendergast et al., 2007:70). This rapid progression has 
highlighted the need to expand treatment, care and support for this cadre of 
patients, to date with limited success. The concurrent growing demand for 
healthcare services exacerbates the strain on the health workforce, and brings 
with it the need for more training and support of healthcare professionals. Lack of 
such training and support adds stress for nurses caring for HIV-infected children 
and adds to the risk of burnout because of emotional drain, exacerbated by 
frustrations experienced from setbacks in programmes, resource constraints and 
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work overload (Davhana-Maselesele & Igumbor, 2008:67‒68).  
‘Burnout’ refers to occupational exhaustion, which is conceptualised as a type of 
stress occurring in environments where work demands are exhaustive and of an 
interpersonal nature. Such work can lead to prolonged emotional fatigue and a 
reduced sense of personal accomplishment. The results of such stress or 
occupational burnout are high staff turnover, absenteeism and reduced 
productivity (McGowan 2001:33), all of which have been noticed in the clinics 
where the researcher conducted interviews. A participant in this study talks about 
stress levels in working with HIV-positive children requiring ART: 
‘You know you get that working knowledge um where you are fairly confident with I 
know what I’m doing is right, you know, it’s just if patient presents with this I know 
how to handle it because I’ve seen it before; so I think it’s just that jittery you know 
I’m NOT that clued up100% yet feeling’]  
‘I suppose it also just that fear that somehow we’ll refer whatever and maybe 
something will slip through the cracks so there’s, I’m kinda being pulled in a couple 
of different directions. We see a lot of sick kids um so ja it’s a work in progress um’   
‘Um and on the other hand though what I did find I suppose a bit nerve wracking 
we had a little child, CD4 9, NINE, you know, knocking on deaths door, and this is 
my concern, I’m seeing how the need it’s there you know, you’re going like oh my 
word you know, and particularly with the kids I’m nervous with kids, their condition 
changes so rapidly, so rapidly you know and I know just from the little bit of 
training I’ve done I mean with them, HIV could progress fast’   
The above participant worked in the antiretroviral clinic for only a few more months 
after the interview. She resigned because of the unrelenting stress, lack of support 
and feelings of being unable to provide the types of service that patients require. 
The types of care required for patients on ART and the effects on the staff working 
to supply these needs could well be underestimated. Participants in this study 
appear to agree that stress is significant for them in this line of work:  
‘I feel like I’ve been thrown in the deep end, for sure, oh absolutely so ja it’s a it’s a 
really sometimes precarious place to be in, and we’ve just started’   
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‘Having children at the clinic for ART is a big stress for me, at this stage we had to 
stop the transfer in’   
‘For the baby that is failing treatment we’re involving the social worker at the 
moment. But we are still waiting. There is nothing we can do now. We must still 
investigate and do home checks before we can do anything, because baby has 
TB as well, it’s hard’   
‘I must say, I was also scared when I started here, but the more you work with 
them… Just the challenge, you know, to see… Cos, ARVs is, um… how can I say 
it?’   
According to Raviola, Machoki, Mwaikambo & Good (2002:64-66), nurses working 
in HIV/AIDS had a more intense type of burnout experience than those in other 
fields, and burnout appeared to occur more quickly. This was related in part to the 
fear of occupational contagion, linked to safety practices, which was found to be 
stressful. There was also a tendency to over-identify with patients because of the 
age grouping infected by HIV/AIDS, including mothers with young HIV-positive 
children. Many nurses are in a similar life stage and have young children of their 
own. This compassion and empathy could have major implications in terms of 
emotional stress and could lead to physical and emotional collapse. Participants 
relate their experiences of working with HIV-positive children and their parents, 
and the lack of support they encounter: 
‘Another client that her child’s also positive, she didn’t do a PCR, she didn’t do 
pregnancy, uh … uh … HIV test when she was pregnant. As a result the child was 
positive and didn’t tested up until the child was two years or three years. It’s not an 
easy field to work in at all’   
‘Um it was a huge mind-set change to start doing that properly and it was very 
new there was no one to go back to, so we were thrown into the deep end 
absolutely, it was tough, so all the experience was from making mistakes and ja, 
that was the biggest part of that’   
‘It’s frustrating, it makes you angry that people don’t realise the hard work that 
your putting in and they not doing anything for you, not seeing what you are going 
143 
CHAPTER THREE:  DISCUSSION OF RESULTS AND LITERATURE CONTROL: HEALTHCARE 
PROFESSIONALS 
through to, at the end of the month to be able to give them the stats that they 
want’    
Having their young patient’s die of AIDS, together with the known high mortality 
rates of AIDS in general, apparently intensifies nurses’ fear of death and invokes 
death-related anxiety. Added to this, certain nurses who are more concerned 
about the young age of their AIDS patients appear to develop higher levels of 
stress than their colleagues. Nurses who are deeply concerned about their 
patients have a higher tendency towards burnout and are more inclined to 
discontinue working in this field (Raviola et al., 2002:66).  
One of the participants in this study left the HIV/AIDS clinic for another field of 
work, where the stress was believed to be less than that experienced in the 
primary healthcare clinic. Another participant transferred out of the clinic where the 
interview took place, to work in the private sector, again to limit stress. The 
researcher is therefore concerned about stress levels among healthcare 
professionals in this field. Participants in this study attest to their feelings of stress 
and describe the lack of support in dealing with feelings of being overwhelmed:  
‘It is very difficult to cope, and in all the years I have never had a debriefing 
session with anybody, the department of health just lets you go on they don’t care, 
they just want to see the numbers and the stats and everything at the end of the 
month, otherwise they just don’t care, that is my experience’   
‘Challenging sometimes, and I become too attached to some of the children which, 
you know, emotions is a very big thing especially when they get sick, some of 
them die and that affects me a lot, it’s so difficult’   
‘It’s emotionally draining to see these little ones not getting better it’s very 
frustrating, it’s hard (participant starts to cry), but it’s the reality we are faced with’   
‘We become at times emotionally attached and as soon as we lose that patient 
then it becomes difficult for us to cope you know so, and the workload that’s such 
a really big problem, because you have to spend more time with the children, its 
unlike with adults, and there’s just too much work, not enough time’   
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Another important factor is the possibility of depersonalisation, or the feeling of not 
caring what happens to the patients anymore. This is a defence mechanism that 
occurs frequently in healthcare professionals and allows them to cope with stress 
in an emotionally laden work environment (Davhana-Maselesele & Igumbor, 
2008:71). The researcher met some healthcare professionals who showed signs 
of depersonalisation. Here they relate how they ‘cope’ with the enormity of dealing 
with HIV-positive children: 
‘In the beginning it was a bit difficult to cope with the patients because the patients 
came in very ill, when you see the patient again you are so happy that this patient 
is still alive, you know, but as the years go on, uh um, I won’t say you become 
immune, but you [pauses]  sort of, um, have a barrier around yourself, because 
I’ve realised that this is going to make me sick because I take it personally, So 
SOMEHOW I’ve built a barrier so that I I’m not affected THAT much anymore, I 
am not stressing, I don’t allow myself to feel upset anymore’   
‘I would prefer not to [see children] because it’s not gonna, it’s gonna make of me 
um I will cut myself, not cut myself off, I will have to numb myself because then 
you can’t go in too deep, then like you have to do quickly because there’s no time 
and I just have to hurry up because 4 o’clock is cut off time and so I won’t do it’   
‘Sometimes I don’t really feel like it, I feel like I’m not doing anything at all ag but 
it’s just that ja but I I do cope I actually cope, it’s just that I used to be a different 
kind of nurse where, but I had to stop it, I am thankful to have got to this place 
where I don’t know the people too much, don’t feel so much’   
Many of the nurses that the researcher interviewed felt overwhelmed and 
traumatised by what they have to deal with each day. With no debriefing or 
support of any kind, this makes an onerous job even more difficult. Staff shortages 
and the resource and infrastructure challenges add up to an enormous strain on 
staff. On the whole, the situation in which the nurses work every day is 
demoralising, and having HIV-positive children as patients, who require an 
intensive type of care and time-consuming input, adds to their stress. 
The result of this constant level of stress is burnout (above), but clinical 
depression and extreme depression are also possibilities. This can be noted in the 
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levels of sadness, fatigue and low energy experienced by nurses, which were 
highlighted in many of the interviews conducted by the researcher. Certain nurses 
were so angry about the lack of effort by others, which left them with more work. 
Nurses working in HIV/AIDS require support. Otherwise, there is a real possibility 
of suboptimal care being delivered, which compromises the chances of survival of 
the HIV-infected children. In the interviews effected for this study, this appears to 
be happening in some places, due largely to staff reaching physical and emotional 
exhaustion: 
‘I mean I think HIV has changed the face of medicine, there’s such a lot of things, 
hell like I said my biggest thing is starting this [ART for children] , we’re not ready, 
we’re nowhere near ready, but the people need the drugs so what do you do?  
One of the participant’s laments that those working with her do not do their job 
properly, which leaves her with all the responsibility, a source of frustration, anger 
and increased stress:  
‘One person, they can give me one person, only one person, I will train that 
person to do the work correctly so that I know when I am not here I have peace of 
mind the work is going to be done the way it should be done, you see but when 
I’m not here I am always worried, my phone rings and no no no no no, and know 
when I come back ah no no no!’   
All of this relates ultimately to patient care, or lack of it:  
‘My concern is patients [children] are coming from other areas and when you look 
physically at the patient and you check the patients notes you see that the patient 
tested when, but there was no follow up as far as baseline bloods was done, even 
the prophylaxis, the bactrim, nothing was done, so we are catching patients when 
they are stage 3 or 4 already, these are children that are slipping through the loop 
and coming to us when it is, when they are already so ill’   
There appears to be a strong correlation between workload, job tension and 
emotional exhaustion as precursors to stress-related illness and burnout in nurses. 
There is even a tendency to mask the symptoms of stress and depression owing 
to the fear of stigmatisation. It is not acceptable not to be coping. HIV/AIDS has 
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exacerbated the stress levels of nurses in this field, due to the physical and 
emotional nature of the work, and the reality that nurses themselves may be 
infected, a factor that is seldom noted (Davhana-Maslelsele & Igumbor, 2008:72):  
‘They have a sister who is immune suppressed (HIV-positive) so she is often sick, 
and doesn’t come to work, which leave that side understaffed’   
Another important factor that adds to the stress of nurses caring for HIV-positive 
children is the extreme poverty in which their patients are living. Many children do 
not have food to eat for days on end. This means that the parent/caregiver cannot 
give them their medication, which leads to adherence issues. This factor will be 
explored in the themes related to parents/caregivers, but the nurses in this study 
state that this is a real problem and of concern to them: 
‘I don't know I really honestly don't know, um you know if if if you enquire to them 
or ask them what is the problem actually most of them will tell you there's no food 
and therefore I cannot give the medication every day, that's the excuses I've 
heard, I have such a frustrating job I do I do I do I do [participant is tearful and 
emotional] ’   
‘Um [sighs deeply] I don't know I think we need more social support um you know 
just to improve many of the living circumstances of these children especially when 
it comes to nutrition’   
‘The health promoter went to her also. We gonna involve the social worker with 
her. And then it’s frustrating now because what’s gonna happen to that child, 
eventually, actually both of them definitely they gonna die, because his CD count 
is now 41 or something’   
The frustrations and the difficulties of working with HIV-positive children requiring 
antiretroviral care are multifaceted and complex. To meet the needs of their 
patients, healthcare professionals, and nurses in particular, need optimal wellness, 
with mental and physical integrity (Davhana-Maslelsele & Igumbor, 2008:72). 
Each nurse has to deal with the death of a patient, a child, in his or her unique 
way, which could mean alternating between dealing with grief and avoiding it, to 
prevent becoming consumed by the loss. When such fluctuations fail to occur, 
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grief can become complicated. The nurse is overwhelmed by sorrow and fails to 
deal with death in an effective manner. This can lead to suppression of emotions 
and emotional blunting or detachment (described previously), and emphasises the 
need for debriefing and support in the workplace (Durall, 2011:267). 
It is therefore not enough to state that worker wellness is important; it is insufficient 
to say that debriefing needs to be done; all nurses working in the HIV/AIDS field, 
especially those working with HIV-positive children, must receive this type of 
support. For the sake of the healthcare system, the patients and the staff, support 
must be given soon, if the responses from participants in this sub-theme are taken 
into consideration.  
Sub-theme 2.2  Professional nurses feel demoralised by the enormity of 
the workload they are expected to manage daily 
The word ‘demoralise’ means to ‘cause or lose confidence or hope or 
determination’ (Soanes & Stevenson, 2008:381), and perhaps sounds emotionally 
loaded. However, given the enormity of the task that nurses working with HIV-
positive children requiring ART experience, this word only begins to explain the 
magnitude of their work and the stressors related to it. South Africa requires 
approximately 35,000 extra nurses to fill the public health sector gaps, although 
only about 3,000 professional nurses are produced annually from local nursing 
education organisations. With such statistical evidence, the role and shortage of 
nurses is a focal point in the care and provision of patients with HIV, and is linked 
strongly with ‘the battle to retain and recruit’ nurses in South Africa’ (Kornik, 
Strydom & Theirs, 2011:13). 
Additionally, health services in South Africa create a challenging work environment 
for nurses, which includes staff shortages, lack of training, insufficient health 
service management, long working hours and work overload. Many of these 
factors have already been dealt with; therefore this sub-theme will concentrate on 
the effects of work overload on nurses, due largely to the increase in patients 
related to HIV/AIDS and the concurrent high levels of poverty. One of the 
consequences of increased workload is that nurses are expected to perform multi-
skill tasks daily, and often they receive no training for such tasks, which are 
usually outside their scope of practice (French, du Plessis & Scrooby, 2011:1). 
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Participants in this study agree with these authors as they share their experiences:  
‘So all the time I was doing the dispensing myself and the children’s treatment 
takes longer to mix and explain, and counsel, and make sure the caregiver 
understands, so um ja the children, that’s a big story’   
‘They said that there is no money that municipality doesn't have money because 
we have been asking for staff at least if you can be three in the station if we can 
be three at least, to do everything, it's very busy it's very busy’   
‘Yah definitely that’s a quite challenging because again it's a lot of pressure on the 
professional nurse because she has to assess the client, the child, she has to do 
everything and she has to dispense antiretroviral medication, they prescribe and 
dispense’   
The problem with adding to the workload of nurses in public health settings, 
particularly primary healthcare, is that this type of approach is motivated by 
economical considerations, rather than patient care. The patient load per nurse is 
already considerable, without the extra tasks and the stress related to having to 
implement these tasks, which are not necessarily within their scope of practice 
(French et al., 2011:2). Participants in this study comment on these assertions:  
‘My um experience at the moment is that adequate training in antiretrovirals is not 
happening or has not happened, so a lot of the staff in the clinics do not have that 
knowledge level to be able to deal with these patients because regardless of what 
we want to say it is a different sort of um system that we are using with them, and 
uh it’s a very intensive sort of treatment and because its lifelong um it needs more 
expertise’  
‘Ja, you know if it's the other thing is that section 38A, we don't have that training 
so we are not supposed to prescribe at all for antiretrovirals, and that section says 
that enables the nurse to prescribe if you have it, but you need the primary 
healthcare course, which most staff do not have’   
‘We need more staff, dedicated staff, more hands to help because sisters are 
overloaded in the clinic at the moment there’s so many programmes and people 
are overwhelmed, you are SUPPOSED to spend so much time with one patient, 
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but how? Then you are supposed to see 35 patients a day, how do you fit those 
35 in if one takes you an hour and a half? Especially when you are doing 
antiretrovirals especially with babies’   
Certainly most staff in clinics dealing with HIV-positive children and ART are 
working in difficult circumstances. An appropriate staff-to-patient ratio for adult and 
paediatric HIV care would be two physicians, seven nurses, one to three 
pharmacists and variable support staff such as clerks and counsellors per 1,000 
adult patients (Meyers et al., 2009:2). The researcher was conducting interviews in 
clinics where one professional nurse, on her own, was dealing with 750 adult 
patients and approximately 62 HIV-positive children. The other clinics had similar 
ratios, although this was the worst. Most clinics have sessional medical 
practitioners who come in twice a week, and perhaps a pharmacy assistant. Only 
two of the clinics visited had more than one fully qualified pharmacist, and the 
same two clinics had two medical practitioners full time, but their antiretroviral 
patients numbered more than 2,000 adults and over 100 HIV-positive children 
each. None of the clinics in this district had anything remotely close to the staff 
estimations suggested for antiretroviral clinics. This supports staff assertions that 
they are overwhelmed with work, which can lead to missing essential issues:  
‘We actually have a case now, shame, I don’t know how this happened, the child 
was here, PCR was done, but nobody thought of giving the results to the mother 
and only after a year could we tell her that the child is positive! It’s not always, that 
is another thing, it’s not always ideal cos you get, not everybody knows how to 
work, what to do, what to look out for, especially with the ARVs’   
‘So that is I suppose I am a bit nervous about this because they say to us ja go 
and save people, I’m saying okay I’m going to try my best but sometimes that isn’t 
good enough, you know what I mean? What if I miss something?’   
‘You can see that the disease is progressing rather than regressing and so you 
know that there is a possibility of resistance which is building up to these drugs 
and no matter what you say these grannies are not understanding the resistance 
and the problem is that we don’t have extra time’   
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‘That to me is a concern because I understand ALL the clinics are supposed to be 
doing the same follow up on patients, whether it is 3 monthly, or it is 6 monthly 
baseline bloods, and even those who are starting with PCRs at 6 weeks, they 
have got children that are 6 months, a year, no PCRs have been done and 
mothers are breastfeeding, they are mixed feeding, no PCRs have been done’   
As well as the lack of professional staff (cited above), there is poor physical 
infrastructure in most clinics, critical shortage of equipment, poor supply-chain 
management for procurement of drugs and administration of health workers, all of 
which impact on healthcare by reducing the quality of care for patients. The 
additional result is that motivation in workers is undermined, particularly when they 
are unable to care for their patients adequately because of these avoidable 
challenges. Motivation is compromised even further when one person has to 
perform the tasks of two or three, and feels unable to do so in a safe manner 
(Mbilinyi, Daniel & Th Lie, 2011). Participants in this study discuss their 
experiences of deficits in care or lack of quality:  
‘I‘ve experienced it myself where I was told no today’s not immunisation, only 
Monday to Wednesday is immunisations, but if you turn that child away it’s a 
missed opportunity, who’s gonna say that mothers gonna come back? She’s 
gonna think aah I’ve been here, I’ve done my share, and then we miss the child’   
‘Primary healthcare is just a totally um unrecognised area and under resourced 
and under estimated, I think people don't realise the enormity of the work that is 
required in this field and the implications of missing something, but if you miss 
something that patient could go home and die’   
‘Those patients that started years ago, they are still on treatment because they 
had proper thorough counselling, but now the recent ones where you are getting a 
lot of pressure from up there to start as many as possible on treatment, and they 
want the numbers, these people are the ones that are defaulting now’   
‘You’ve got around 1,500 patients [and 1 professional nurse] , you’ve got to get 
those records up to date, so your stats have to be up to date around all those 
patients, and with the current trend of fast tracking the patients onto therapy the 
patient suffers because they default and they get other diseases, opportunistic 
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diseases, or TB’   
In the Operational Plan for Comprehensive Care and Treatment of HIV and AIDS 
(2003:7‒8) provision was made for the HIV/AIDS programme to be interconnected 
into the overall public health system, which would be supported by additional 
human resources and adequate training. It was also envisaged that new staff 
would fill gaps in other areas of healthcare as well, but that community health 
centres and clinics would be prioritised to receive additional staff. This has not 
occurred, and those who work in antiretroviral sections of the clinic often have to 
assist elsewhere and vice versa as the need arises: 
‘Really what also helps is the teamwork because the one section will be finished 
and you you are still sitting with your whole queue of patients and staff member 
comes in, what can I do to help you?’   
It is positive when the staff members help one another, but in clinics where 
teamwork is not so entrenched, the staff member is left to struggle on alone with 
that seemingly endless queue, even if it means working later: 
‘I will never turn someone away even if I have to work until 5 o’clock I will not turn 
them away. You can’t let someone go home without their ARVs, yet this happens 
all over and the guilty people will never ever admit to it’   
Staff in antiretroviral clinics appear to be justified in feeling demoralised, judging 
from the pace at which they are expected to work, the amount of work that is 
required of them, and the increasing number of patients that they are expected to 
see and care for. Working with HIV-positive children takes longer than working 
with adults, and time constraints because of the number of patients waiting to be 
seen affect the quality of care for each patient (Meyers et al., 2009:865). This 
impact is seen most directly in the lack of adherence for HIV-positive children 
taking ART (discussed in sub-theme 1.9). It appears that the quality of care could 
be improved considerably.  
The rapid scale-up of ART in South Africa has had an impact on the health of 
those who have been able to access it. But this was an emergency intervention, 
and, as such, has been successful in increasing coverage for therapy. The next 
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step is to sustain what has been implemented, and strengthen the healthcare 
system through capacity development and improvement of quality of care (Larson, 
O’Bra, Brown, Mbengashe & Klausner, 2012:4). This is essential in order to assist 
the healthcare professionals who, as discussed above, are struggling to cope 
owing to ‘the lack of structure and support and the demoralising conditions under 
which nurses work’ (Kornik et al., 2011:14).  
If the lives of HIV-positive children are to be saved and the quality of care in 
primary healthcare clinics improved, particularly regarding ART and HIV, nurses 
need to be taught the appropriate skills. They should be able to cope confidently 
with the management of their patients and provide suitable, effective interventions 
(Horwood, Butler, Vermaak … Qazi, 2011:50). This would assist staff to feel 
empowered and self-confident and would alleviate the feelings of discouragement 
and demoralisation that are currently evident in so many primary healthcare 
clinics. 
3.4.1.2.1 Summary of healthcare professionals Theme 2 
The role of the nurse has had to expand considerably because of the provision of 
antiretroviral treatment at clinic level. Nurses have had to adjust from direct 
supervision of care to treating, prescribing, dispensing, and counselling ‒ in fact, 
to the overall management of the antiretroviral patients. The roles and 
responsibilities of the nurse in antiretroviral treatment must be delineated, and 
training and support added to enable nurses to provide quality comprehensive 
treatment, care and support for HIV-positive children.  
Nurses in this study shared their feelings and emotions about working with HIV-
positive children. They lamented the lack of support and training. Working with 
people with HIV/AIDS, particularly children, exacerbates nervous tension to levels 
consistent with burnout.  
Another problem is depersonalisation. The nurse ceases to care about the patient 
and family, and treats the day as a ‘9-5 job’, as though it were no more stressful 
than working on a switchboard.  
This is possibly caused by the lack of emotional support. There is no debriefing, 
no support structures, no decent working milieu that could perhaps compensate 
for the hardships of the job. The result of this lack of care for the carers is physical 
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and emotional exhaustion.  
Additionally, the magnitude of suffering in their patients, with illness, malnutrition 
linked to poverty and the inability to care adequately for the HIV-positive children 
renders the nurse incapacitated with emotional overload.  
Nurses need debriefing and support in all facets of their work life to cope with their 
current tasks. That nurses feel demoralised owing to the enormity of their 
workload and emotional output should not be a surprise, particularly in the 
absence of doctors, pharmacists, clerical staff and healthcare workers, leaving the 
nurse as the manager of all tasks related to HIV/AIDS, and performing the work of 
two or more people. 
Working with HIV-positive children and their parents/caregivers is more laborious 
than working with adults and routinely takes longer, which lengthens consultation 
times, and affects the quality of care. A nurse who sees 40 HIV-positive children 
and their parents/caregivers per day cannot impart quality care, which 
compromises adherence levels, which are critical to survival.  
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3.4.1.3 DISCUSSION OF THEME 3 AND THE RELATED SUB-THEMES OF 
THE HEALTHCARE PROFESSIONALS 
A graphical presentation of Theme 3 with its related sub-themes is presented in 
Figure 3.3:  
 
 
 
 
 
 
 
 
 
 
FIGURE 3.3: HEALTHCARE PROFESSIONALS EXPRESSED SPECIFIC VIEWS 
RELATED TO FACTORS IN THE PROVISION OF ANTIRETROVIRAL 
THERAPY FOR HIV-POSITIVE CHILDREN  
 
 
 
 
 
 
The healthcare professionals expressed the following: 
 
3.1 Antiretroviral therapy works well for the HIV-positive 
children when taken correctly 
3.2 Clinics have shown a decrease in mother-to-child 
transmission (MTCT) 
3.3 Support was available from various specialists and the 
National HIV Healthcare Worker (HWC) Hotline 
3.4 Comfort from their faith and prayers sustains them on a 
daily basis 
THEME 3 
Healthcare professionals expressed specific views 
related to factors in the provision of antiretroviral 
therapy for HIV-positive children  
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THEME 3: HEALTHCARE PROFESSIONALS EXPRESSED SPECIFIC 
VIEWS RELATED TO FACTORS IN THE PROVISION OF 
ANTIRETROVIRAL THERAPY FOR HIV-POSITIVE CHILDREN 
In the last decade there have been enormous improvements in the provision of 
antiretroviral services in South Africa, which is evidenced in statistics, showing the 
numbers of, mostly adults, accessing ART, particularly at primary healthcare level. 
What have been highlighted in the previous sub-themes, however, are the 
discordance between the scale-up in adult and in child ART and the current 
impasse in most clinics over increasing treatment, care and support for HIV-
positive children. 
The major concern regarding care for HIV-positive children is that they are not 
adequately provided for in clinics owing to well-documented health system 
constraints (see sub-themes 1.1, 1.4, 1.5 and chapter 1). These include ‘space 
constraints, lack of adequately trained staff, lack of clinical capacity and a “fear of 
treating children”’ (Michaels et al., 2006:3).  
Additionally, healthcare professionals view the limited drug options for HIV-positive 
children ‒ linked to issues with medication such as dosing, maintaining stock 
levels and monitoring adherence ‒ as critical factors in maintaining, improving and 
scaling up antiretroviral services for HIV-positive children (Michaels et al., 2006:3). 
Additional crucial components to providing care for HIV-positive children are the 
previously cited widespread poverty and the impact this has on HIV-positive 
children’s ability to access healthcare services. Participants in this study confirm 
these factors, coupled with their own frustrations at the apparently insurmountable 
challenges:  
‘You’re not gonna come, there’s some days they don’t come on the date, why? It’s 
raining, number 2 they don’t have money, for transport’   
‘Yes but that's a big problem because they always tell you they don't HAVE even 
the finances to buy these things [food] um most of them are unemployed, no 
social grants so that's quite difficult’   
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Regardless of the substantial gains in reducing transmission and HIV-related 
illness and death, formidable challenges lie ahead if health for all is to be 
achieved. Health systems are still grossly under-resourced, and antiretroviral 
programmes are not integrated with other services in a workable manner. Also, 
with the increase in eligibility criteria of ≤ 350 CD4 cell count for adults to start 
therapy, and all HIV-positive children under one year qualifying for therapy, the 
number of people requiring treatment is set to expand beyond what can be 
currently be managed. 
 In The Treatment 2.0 Framework for Action: Catalysing the Next Phase of 
Treatment, Care and Support (WHO & UNAIDS, 2011:6) it is envisaged that to 
meet these challenges, the efficiency and impact of HIV care and treatment 
programmes in resource-constrained countries needs to be dramatically improved. 
In order to assist in this process, the public health approach to antiretroviral 
treatment already in use has been expanded to include the concepts of simplicity 
in treatment, standardisation, community mobilisation and cost reduction. In 
addition, the best practices that have emerged from HIV programme 
implementation will be utilised to refine these principles, and a continuation of 
strengthening coordination will assist in accelerating efforts to scale up treatment. 
The five interconnected areas of Treatment 2.0 are to ‘optimise drug regimens; 
provide point of care (POC) and other simplified diagnostic and monitoring tools; 
reduce costs; adapt service delivery; mobilise communities’ (WHO & UNAIDS, 
2011:7). 
These factors summarise much of the previous sub-theme discussions and 
provide evidence that the frustration and challenges faced by participants in this 
study are not isolated, but are to be found in all countries with a high HIV/AIDS 
burden. 
In the following sub-themes, the participants in this study continue to describe their 
experiences related to the provision of ART for HIV-positive children. 
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Sub-theme 3.1 Healthcare professionals expressed specific views 
regarding how well ART works for the HIV-positive 
children when taken correctly  
Because of the existence of antiretroviral treatment guidelines, simplified 
algorithms, a two-day NIMART course, after a two-week basic HIV management 
course, which includes TB and STI treatment regimens, many healthcare 
professionals might feel proficient in providing treatment, care and support of 
infants and HIV-positive children. Sub-themes 1.1, 1.4, 1.7 & 2.1 in particular 
indicate the ambivalence of healthcare professionals over HIV-positive children 
and ART, particularly pertaining to commencement of therapy. Ironically, those 
with more training and experience in the field of HIV and children appear to be 
more perturbed about their lack of expertise than those that had attended the 
minimum training. Apparently, caution follows disaster, in that most of the 
healthcare professionals interviewed in this study developed respect for 
antiretroviral medication after negative events related to it. Participants in this 
study express their opinions about antiretroviral care for HIV-positive children and 
those providing it: 
‘It was not noticed at clinic level really, it was picked up at hospital [TB meningitis]  
and that child was probably a month or two on ARVs already and just didn’t 
improve; most of them has underlying TB and then severe malnutrition, and they 
don’t make it’   
‘To have proper CARE for the patient you NEED to have someone who is sort of, 
can I say specialist? In an area? To give the best quality of care to a patient and 
you have to have commitment’   
‘No, not all medical practitioners are clued up about antiretrovirals, I’ve come 
across a few medical practitioners that are good in what they are doing but I’ve 
also come across a few that, uh I don't know, you know it's my opinion and I can 
be wrong but I don't think that everybody knows what they are supposed to know’   
The standardisation of regimes is apparently not fully implemented in all clinics or 
possibly healthcare professionals are not adhering to them. According to their 
colleagues, not all healthcare professionals are fully competent, able to complete 
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their workload and ensure proficient patient care, all of which impinges on optimal 
care, particularly for HIV-positive children:  
‘Yah often often um working in pharmacy is not just a matter of dispensing the 
scripts you actually have to look at the child's age, look at the weight confirm the 
dose you can’t just assume that it is correct um with the exception you do get 
people that are fairly clued up but it's just the exception’   
‘Because at the moment there is nobody that are saying this is right or you've got 
to do it this way, or look out for that, so there's a few, there's a few loopholes in the 
system and unfortunately the patients are paying the price’   
‘Once the viral load is up, then the doctor sees that they immediately change the 
patient’s regimen, and that is so serious because the one month I see they 
change from stavudine to tenofovir the next month back to stavudine and then you 
know, and then I ask the doctor what’s going on here. I mean you first do this and 
then…… “Oh its viral load failure so we just changed it!”’   
ART for HIV-positive children had to be decentralised from specialist care sites to 
peripheral clinics to ensure that children are able to access care. This move is 
intended to assist parents/caregivers to take HIV-positive children to clinics, 
despite financial constraints. It is important to ensure that staff are recruited, 
retained and trained so that treatment is effective at these clinics (Harwell, Dufort 
& Pugatch, 2009:119). Temporary staffing solutions are limited in efficacy for such 
care owing to the need for specialised training, and could pose more problems 
than solutions, particularly when, because of staffing constraints, temporary 
workers are used with impunity:  
‘That happens very often, agency nurses that come from hospital, that worked in a 
ward their whole life, and now they suddenly they have to see an ARV patient; 
they don’t know what side effects to look out for, they don’t know the opportunistic 
infections, they can’t prescribe the treatment [shakes her head, pauses], can’t 
stage a patient, they don’t know anything, that is my issue with it, it’s even worse 
with children, even worse’   
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HIV-positive children have a range of needs and require a continuum of care 
approach that includes medical care as well as psychosocial support for them and 
the parent/caregiver. Part of this care is the optimal provision of ART, which 
requires trained personnel, efficacious drugs and infrastructure support, which is 
not always available to patients, a lack noted in clinics where participants in this 
study were interviewed. Apparently, some patients, especially HIV-positive 
children, receive care from inexperienced practitioners, in which non-suppressive 
levels of ART are prescribed. Added to this are inadequate follow-up and support, 
leading to a lack of adherence, which are all impediments to viral suppression, and 
could promote antiretroviral resistance (Taiwo & Murphy, 2009:89). Participants 
relate to these assertions and the dangers:  
‘Most of the paediatrics, um I would then automatically check against you know, 
the weight bands, and if it was out of that, or whatever, would send it back you 
know and say please check doses against the weight of child’   
‘Obviously it’s all controlled by the weight of the child that’s why we are having a 
lot more paediatric non-compliance and virological failure, the dose depends on 
the different treatment and at what weight you must change which medicine, 
otherwise you not gonna have virological suppression, and the child is going to 
start jumping from stage one to two to three to four and then it’s over’   
‘I think because, I think I am sceptical because I would see things, uh I could often 
see and I, its general throughout the public service um the poor standard of care, 
the quality of care, and if we had a fantastic caring public service um it might have 
worked, or it might work (antiretroviral care for children)’   
HIV-positive children generally respond well to ART. Even children with advanced 
immunodeficiency have shown rapid recovery after the commencement of 
therapy. This is the reason that the scale-up of treatment for HIV-positive children 
is essential and urgent. Equally important is that healthcare professionals are 
enabled to start therapy so that all aspects of treatment, care and support are met 
for the child and parent/caregiver. Participants in this study talk about their 
experiences with HIV-positive children who have had phenomenal recoveries after 
therapy began: 
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‘The child was almost like it was like a little skeleton, in other words the child’s 
immune system was completely shot; and within three months the child started 
picking up weight, started looking better and obviously the patches on the face 
and everything gone, much better’   
I think that’s one of the big things about nursing and with ARVs, people are very 
negative about it, and they um think it’s too much work, but the reward that you get 
at the end of the day, seeing these children healthy, and doing well and that’s 
amazing. I just see ARVs as a total miracle, from, I don’t know, from heaven’   
‘Children do very well on their treatment, if they can just access it, are just given 
the treatment, they do very well’   
One of the keys to treatment with HIV-positive children is to start early and initiate 
treatment before critical immunosuppression occurs, because the child has an 
immature and rapidly developing immune system in which the virological and 
immunological features of HIV are different from those in adults. Hence a fully 
functioning integrated healthcare system is essential, so that HIV-positive children 
are identified and assisted as early as possible: 
‘Um different in the fact that all children under the age of one year are eligible for 
ART, irrespective of the CD4 count or their staging, and then between one and 
five you look at a CD4 count of 750 or a stage 3 or 4, so with adults its totally 
different’   
 Equally important is the education of all staff involved with HIV-positive children 
and ART. Sub-theme 1.5 described how professional nurses are prescribing and 
dispensing medication for HIV-positive children. What are not always stated are 
the difficulties in dosing HIV-positive children, because drug concentrations vary, 
suitable drug formulations are not always available, and many of the drugs are in 
powder form and have to be reconstituted (McIlleron & Gous, 2009:55). It is 
debatable, especially in view of the following quotations, whether antiretroviral 
medication is mixed accurately and weight-appropriate dosages are provided for 
HIV-positive children at all clinics:  
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‘One paediatric script takes you about 20 minutes and more, take for example 
Efavirenz, 200 mg and 50mg, so for example, say the child weighs, Uhm, Say the 
child has to take 350mg, they’re taking one 200 mg per day, and three 50 mg per 
day, so that means I have to open up three efavirenz, three 50 mg and then put all 
the tablets in one container and label it. And then the 200mg I have to break and I 
have to count out 30 tablets of the 200 mg, so that gives you your 350 mg a day; 
the tablets are still easier than the liquids are, your liquids come in 250 ml 
containers, now what happens is, you can’t break it, so a lot of the time with the 
mls for the first month they get two bottles, then the second month they get one 
bottle, and then the third month they get two bottles again’  
And then there is a section of adherence training for the parents/caregivers:  
‘True full compliance counselling takes about 20 minutes or more, you don’t 
always have 20 minutes to sit down with the patient and go through it all, also the 
patients can’t understand the whole thing, you can’t fly in with all the different 
drugs, and where they work in the cell, they look at you and they’ve got big eyes 
and……. (Participant laughs)’   
If one analyses the quotations above, it has taken a minimum of 40 minutes for 
one patient, and only for the dispensing part of this procedure. At a clinic there are 
approximately 40‒80 patients per day for ART alone, with one pharmacist. Then 
the primary healthcare patients have to be added in, plus the chronic cases, to 
name only two more disciplines in any one clinic. In some clinics the pharmacist is 
a pharmacy assistant only, or there is no one in pharmacy. Then the professional 
nurses have to dispense the antiretroviral medication, perform the check-up, 
consultation, counselling and see in excess of 40 patients themselves. The health 
system constraints are considerable and are an obstacle to quality comprehensive 
treatment, care and support of the patients. Few patients are receiving the kind of 
counselling and care mentioned in the previous two excerpts from interviews when 
they visit a clinic. 
For antiretroviral drugs to work optimally in HIV-positive children, as stated, high 
adherence levels to these drugs have to be maintained. Failing this, the child has 
to be moved onto another regime, which is limited in the public sector: 
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‘There’s regimen 1A, 1B and regimen 2, and a couple of extra drugs in between, 
that’s that in the public sector and most of them are into 1B and 2 already, so 
where to from there?’   
Antiretroviral treatment for HIV-positive children, when given correctly and 
monitored accurately, greatly improves the child’s health and wellbeing. Failure to 
do so results in 35‒40% of infants dying within their first year of life, and more than 
50% before the age of two (UNAIDS, UNICEF & WHO, 2009:3). 
Increased accessibility of antiretroviral treatment has improved outcomes for HIV-
positive children, although much needs to be done to improve HIV management 
strategies. There is an equally urgent need for clinical data to show when HIV-
positive children are at increased risk of early mortality, despite starting on 
treatment. In addition, treatment care and support need to include assistance for 
malnutrition, associated with disease progression, as well as the lack of 
antiretroviral medication for HIV-positive children. More than 20 new antiretroviral 
preparations are available for adults, but there is nothing in the pipeline for HIV-
positive children. This is reprehensible because millions of HIV-positive children 
require improved, affordable and appropriate antiretroviral treatment (Lallemant et 
al., 2011:581-583). 
Sub-theme 3.2  Healthcare professionals expressed specific views 
regarding clinics that have shown a decrease in mother-to-
child transmission (MTCT) 
According to the National Strategic Plan on HIV, Sexually Transmitted Infections 
and Tuberculosis 2012–2016 (SANAC, 2011:14), the spread of HIV from mother 
to child needs to be reduced to 2% at six weeks after birth and less than 5% at 18 
months of age by 2016. This must include improving the management, leadership 
and coordination of the prevention of mother-to-child transmission programmes 
(PMTCT), and guaranteeing that PMTCT is incorporated into maternal and child 
health, TB and STI programmes. This is ambitious, given that HIV prevalence in 
pregnant women, although regarded as stabilised, is currently around 30%, but it 
is essential that these goals are made achievable. PMTCT programmes, 
particularly in the Eastern Cape, need to be strengthened in coverage and quality 
(SANAC, 2011:42). Participants in this study reflect on the PMTCT programmes in 
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their institutions:  
‘No, um, I might have underestimated, but it is far below, even if it’s a hundred 
(children on treatment), it’s still far below adults, so either we are really, really, 
doing well with our PMTCT or we’re missing the children. I think we are missing 
the children’   
‘But the PMTCT is not going well, but it’s going a bit better since I finished the 
training; I realised the nevirapine was also not given properly, they [nurses) did not 
give enough bottles or enough medication for the 6 weeks, that’s another problem, 
and the breast feeding when to stop, when to start, it’s very confusing if you don’t 
know’   
‘I think that the drive now of the PMTCT is to really try and get the mothers to test 
and to get the babies in and tested. And I know that with the nevirapine, that they 
are extending the Nevirapine into the period that the mother is breast feeding, 
provided she knows that she must keep taking it’   
There appear to be discrepancies within the clinics regarding the uptake of 
PMTCT. Certain clinics attest to good results with the programme, whereas others 
are struggling to ensure optimal counselling so that mothers know their options 
and can make an informed decision. In previous sub-themes participants noted 
that guidelines are not always followed, a factor which is pertinent to this sub-
theme. It is imperative that national guidelines regarding ART for HIV-positive 
women, on-going infant feeding counselling, and support with a focus on exclusive 
breastfeeding should be strictly implemented (SANAC, 2011:42). Participants in 
this study remark on their progress regarding PMTCT and infant feeding:  
‘When you find out you find like the mothers been breastfeeding or mixed feeding 
and the nevirapine has been stopped and then the mother is continued breast 
feeding because she goes back home they are asking ‘why are you not 
breastfeeding’. So that is what we are also stressing if you are going to continue 
breastfeeding you must stay on the medication’   
‘We check to see if the mothers should get nevirapine, cause the sisters get 
confused with that, when should the mother get nevirapine, when not, I mean 
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when the mother continues to breast feed after 6 weeks and she’s not on ART 
then we must give it to her, if she is on ART she doesn’t get it’   
‘When they stop breastfeeding they are supposed to inform us because the 
nevirapine has to be stopped. Then we count 6 weeks and we repeat the PCR 
again and hopefully baby is negative. But it’s the education that is so important, 
language barriers, we do experience them, we call the mothers to mothers, we call 
the volunteers and we get them there to educate the mothers’   
Current constraints in the healthcare system affect the PMTCT programmes as 
much as all other aspects of primary healthcare. Those working within these 
sectors of service are doing their utmost to accommodate mothers and their 
infants and to assist them to the best of their ability. A study performed in the 
Eastern Cape (Rispel, Peltzer, Phaswana-Mafuya, Metcalf & Treger, 2009:178) 
stated that lay health counsellors or healthcare workers lacked confidence and 
knowledge of infant feeding practices, and nurses were equally uncertain about 
the criteria specified in the guidelines. This finding is in keeping with the comments 
elicited during some of the interviews conducted for this research, and highlights 
the need for improvement in knowledge levels of healthcare professionals in these 
capacities, particularly knowledge of guidelines: 
‘It’s a very big concern because what’s going to happen now with that child six 
months old or one year old? And the child was done PCR at six weeks and was 
positive, no ARVs was given but the child is on bactrim; they are not following the 
guidelines and and this is serious for the child, the patient’   
‘The other problem with the pregnant mothers, they [medical practitioners and 
nurses] add second line regimes drugs to the first line regime drugs so now once 
they fail this regime there’s nothing else, o the pregnant mother if she’s on, they 
start her on tenofovir, 3TC and aluvia because she’s got TB, and she’s pregnant, 
but so dangerous, they put her on aluvia which is a second line so if she’s 
resistant to that she can’t actually use anything other than that’   
Despite the constraints experienced by certain healthcare professionals, others 
were confident that their PMTCT programmes were successful and yielding 
positive results, however vaguely this might be conveyed:  
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‘I helped the NIMART sister and the adult ARV sister and we sat down and we 
went through the different drugs and how you prescribe it. And from March till I left 
in July, we didn’t have one positive baby from a positive mother. If you treat the 
mother correctly, you can actually decrease your positive children from the 
transfer from the mother to zero’   
‘Yes, yes, yes, uh, well, ja, ja, but, but you’ll find out our, our PMTCT program is, 
is, is, it’s quite working’   
‘Babies are sent for their six-week immunisation day, they pick up this baby they 
know to send the baby here for PCR testing and whatever, I do all the PCR tests 
from PMTCT and immunisations’   
‘We are winning with PMTCT’   
PMTCT programmes are in place in all the healthcare clinics in which the 
researcher conducted interviews, and are achieving a modicum of success, in that 
they are able to show a certain percentage of negative PCR results following the 
infants’ six-week follow-up testing. The concern raised in the literature and by 
some of the participants in this study is that not all infants are being tested. This is 
believed to be because not all mothers are tested to begin with, that the mothers 
might not bring their child back for testing, and that the staff in certain clinics are 
missing opportunities for PMTCT (Rispel et al., 2009:178). These quotations are 
evidence of areas requiring improvement: 
‘So that is what we are stressing, even in the meetings we are saying it, even at 
eh at at [the hospital) when the mothers come from the hospital, I’ve picked up 
mothers who had non at birth or at delivery, or the baby’   
‘The mothers who continue to breastfeed know they must ask us for it 
[Nevirapine), because sometimes you can’t remember, you are busy here you are 
busy there, the mothers know they must ask us’   
The implication is that if the mother does not ask, there is a strong likelihood that 
the child will not receive this medication, which is there to protect the child from 
contracting a life-threatening illness from the mother, but staff are apparently too 
busy to ensure this occurs. Of further significance is that mothers avoid being 
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tested for HIV, and do not want to have their babies tested, which could indicate a 
possible lack of information or the continuing existence of stigma and fear. Many 
women appear to believe that if they are infected, the baby will always become 
infected (Rispel et al., 2009:176). This could be dealt with by educating women. 
Quotations in this study show that not all mothers are willing to be tested, which 
indicates missed opportunities in the PMTCT programmes: 
‘There’s another problem, some of the mothers, they’re so in denial, they don’t 
even come for the PCR results, and then you get mothers that didn’t even come to 
be tested at all’   
‘And then you get the mothers that don’t test, cause normally you’ll see on the 
referral slip from the hospital where she delivered if she was reactive or non-
reactive or whatever, um and if Nevirapine drugs given; and you say did they test, 
she will say no I refused’   
‘And at times you struggle to get them to come for testing, you give them follow up 
and then they don't come’   
Most of the staff at the clinics understand the importance of PMTCT and the 
essential part that this programme plays in the prevention of mother-to-child 
vertical transmission of HIV. It is possible that within the current resource 
constraints in the public health sector, missed opportunities for optimal education 
of pregnant mothers and their HIV-positive children could be inevitable. However, 
owing to the critical nature of this aspect of HIV prevention and how efficacious 
this intervention is in the lives of HIV-positive children, renewed efforts to enhance 
its effectiveness would be worthwhile. More should be done to ensure that more 
children are tested for HIV at six weeks of age, and that women are encouraged to 
bring their children. This would depend on staff being prepared to perform these 
essential tests:  
‘I concentrate on the pregnant mothers cause there’s where you have to 
concentrate because they are carrying the future with them, those babies, if we 
can get them HIV negative that would be great’   
‘Nope, [PCRs] are not done, nevirapine is sometimes not given, prophylaxis is not 
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given’   
According to the National Department of Health, South Africa (NDoH, 2010b:8), 
the PMTCT programmes should provide care not only for the woman, but for her 
entire family. The understanding here is that family-centred care needs to be 
promoted at clinic level, whereby the mother brings herself, her partner, her 
children and even her extended family in an effort to ensure good health for all. 
This implies that comprehensive healthcare in the HIV setting will require 
functional integration of services dealing with mother and child so that both are 
followed up from ante natal to post natal to immunisation and beyond. One of the 
participants stresses this:  
‘I don't know how to put, it's just there are these gaps, there is the ANC mother, 
she gets tested, the big gap really is she goes and delivers, we sit with X amount 
of statistics regarding positivity rate, the gap that I'm talking about is that postnatal 
mother, we don't have records we don't have a system in place where we can get 
that mother back as a postnatal, we don't know how many postnatal is coming 
back that attended antenatal clinic her with us’   
‘And if you take it a step further there's six weeks and 18 months, at six weeks the 
baby comes but you don't know if it’s from your postnatal mothers that attended 
for postnatal check-ups; is this the total amount of children that’s supposed to 
attend the clinic at six weeks, you know you've got a figure but what I'm saying is 
there is no system that tracks, or ensures that I've seen 100% of my post-natals; 
there's a gap there’   
Optimal care of HIV-exposed and HIV-infected children requires a fully integrated, 
comprehensive continuum of care that is currently not available. This could explain 
the dichotomy in responses to PMTCT in the clinics, where healthcare 
professionals are right in assuming that they are performing well when they have 
six babies for testing and all are negative at six weeks. Some far-seeing 
colleagues are noticing, though, that not all the babies are being presented for 
testing, not all mothers are being tested, and not all healthcare professionals are 
as willing to ensure that testing is being done. 
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Healthcare professionals need to ensure that they know and apply the appropriate 
guidelines for HIV treatment, care and support. This would assist them in providing  
 effective treatment for mothers and HIV-positive children. A comprehensive 
approach is required to the provision of this treatment, which, due to the 
complexities related to management of HIV, has not occurred. This is particularly 
important in the care of HIV-positive children, where psychosocial and economic 
dynamics frequently dictate the child’s access to care. Healthcare professionals 
need to focus on HIV prevention in children as being of supreme importance in the 
interests of child survival. 
Sub-theme 3.3 Healthcare professionals expressed specific views 
regarding support that was available from various specialists and the 
National HIV Healthcare worker (HCW) Hotline  
According to Soanes and Stevenson (2008:1448) support means ‘give assistance, 
encouragement, or approval to’, which is what healthcare professionals need 
when they suddenly have to extend their expertise, with limited extra training, to 
ensure that HIV-positive children are able to obtain essential antiretroviral 
medication. Most of the healthcare professionals interviewed indicated that, 
especially in the initial stages of offering ART for HIV-positive children, they 
required a considerable level of support or assistance to treat the HIV-positive 
children in their care adequately and accurately: 
‘The doctor, from a local NGO would come to the clinic once a week and we do it 
together, so she held my hand all the way um, she was amazing, she was a huge 
help, she taught me everything about the children and um so I gained confidence, 
and I saw it wasn’t as bad, eventually I could do them on my own’   
‘We have all the support from the medical practitioners, the ICAP medical 
practitioners and whatever, we can phone them anytime, and they actually guide 
us that’s why I find NIMART so interesting because of the fact that you learn a lot 
of things’   
‘Um we also have support from an NGO, which I think is an American based, 
there’s a um a nurse mentor and there’s a doctor there, who has agreed to give us 
technical support, so any questions we have we can ask’   
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Another form of much-needed support for healthcare professionals working with 
HIV-positive children and the scale-up of ART in clinics is the National HIV Hotline, 
which was launched in March 2008 to assist in the roll-out of ART in South Africa. 
The venture was achieved in collaboration with the Foundation for Professional 
Development (FDP) and PEPFAR/USAID, and is known as the National HIV 
Healthcare worker (HCW) Hotline. This is a toll-free telephonic service, which 
provides information to all healthcare professionals in South Africa on factors 
linked to treatment of HIV infection in adults and children, and related diseases. A 
wealth of information is available via this hotline on aspects such as HIV testing, 
post exposure prophylaxis, management of HIV in pregnancy, and drug 
interactions (Chisholm, Cohen, Blockman, Kinkel, Kredo, Swart, 2011:3). 
Participants in this study concur with the efficacy of this hotline: 
‘And I'm using the HIV Health line every day, I call them and ask for advice, they 
are good and they always get back to you I always get an answer; I will call that 
number [points to the hotline number on the noticeboard] , I always find answers’   
‘Hmm and also there is an HIV helpline, this number 0800 number which I find it 
very helpful, it’s in Cape Town, if you are having a problem or whatever, you just 
phone them and then they will discuss it and if maybe they have an answer they 
will tell you what to do’   
In the Province of the Eastern Cape, similar to the rest of South Africa, the 
antiretroviral programme is largely nurse-driven. Despite issues with NIMART (see 
sub-theme 1.5), nurses are still the healthcare professionals who are most 
involved with patients and their care. Regardless of whether medical practitioners 
have to counter-sign the prescriptions, the nurses are expected to ‘work the 
patient up’ and have him or her ready for therapy, which includes drug readiness 
or adherence training. Follow-up of patients is done mostly by the nurses, 
including HIV-positive children, who see a doctor every second or third month, 
provided there are no problems. This has left nurses to issue medication, do 
clinical monitoring and promote health in patients and their HIV-positive children. 
As the healthcare professionals in this environment, nurses require support to deal 
with the difficulties that they encounter while delivering complex treatments in 
resource-poor environments (Stein, Lewin & Fairall, 2007:959). Participants in this 
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study discuss their support needs and the help that is provided for them in their 
work with HIV-positive children requiring ART:  
‘If maybe I’m not sure about something I do phone doctor [names doctor) for 
support, there is their numbers, so I just phone her just to make sure, and then 
she helps’   
‘There is a guide here that shows me that when the child’s CD4 count is that much 
and then if we are going to start, the study guide that telling me which treatment to 
start and then I go here on my guide according to the weight, and then I give 
according to the weight, so I have it here with me on the drawer’   
This professional nurse (above) is explaining that as well as phoning a doctor (the 
doctor from the NGO that was mentioned by previous participants) she is able to 
check on the guidelines to assist the child. This doctor (from the NGO), is the 
same doctor who is helping professional nurses in all the primary healthcare 
clinics to commence treatment for HIV-positive children. Ultimately this same 
doctor has to withdraw and move onto the next clinic to start the process again. 
Eventually the NGO will not function in this capacity, because their outreach is 
linked to, and determined by, funding availability. What is clear from the above 
therefore is the need for support for staff in clinics:  
‘When we started the paediatric services we were supported by an NGO, and 
unfortunately that NGO, and a, and an NGO doctor, so their doctor actually 
withdrew after they initiated, started the services’   
‘So it’s that support, I wanna help the people but now I’m worried and I’m hoping 
that I’m doing the right thing you know? And if there is something that does hit the 
fan I might not always be able to get an answer now, and that’s scary for me’  
Healthcare professionals have also attested to the need for more support in the 
form of computerised assistance, particularly in the pharmacies: 
‘Well, technology would help you know, if we could get a proper dispensing 
system, where you can put dosage and directions on the labels typed neatly so 
that everybody can read and understand’   
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‘There is a computer programme for dispensing, the treatment solution or 
treatment dispensing programme, which would help to get the data correct and 
doses and everything will be on there, so we can follow up patients and track them 
if they are not attending clinic, it will be good to start with this for antiretrovirals for 
paeds, we need this programme in the clinics’   
Healthcare professionals mentioned that they receive support from one another 
regarding working with HIV-positive children and ART. It appears that medical 
practitioners in particular are able to phone specialists at the regional hospital who 
will assist them should the need arise:  
‘The people at [hospital]  have got incredible knowledge on children and 
antiretrovirals, they certainly do, I haven't actually met them as yet you know I've 
been talking to them on the phone and everything yah, very supportive and 
knowledgeable’   
‘If I am not sure about something I will call someone around, a specialist, and I will 
ask for help, I can usually find answers’   
‘No, no we've never had a paediatrician here, I think when the doctor from the 
NGO was here she gave us adequate training regarding children and 
antiretrovirals, and I can phone a colleague if I have a query’   
Accordingly there appears to be a form of interdisciplinary support for some of the 
healthcare professionals in the clinics, which does assist to ensure adequate 
treatment for HIV-positive children. However, support does not appear to be 
uniform, particularly in primary healthcare clinics with larger patient loads, as 
explained by participants:  
‘Maybe help that is readily available, or having a doctor, because this is a big 
clinic, maybe have a doctor for who is based here, you know I think that would 
help’   
For the year we had nothing yet on paediatric ARVs. Uh NIMART, yes, and other 
support courses but not specific paediatric ARV courses, which we really need 
here’   
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‘What would help in a sense to decrease the load here and improve the quality of 
our services, uh continuous in-service training, continuous updating, being able to 
regularly attend in-service training for support, plus support from mentors’   
In the study by Stein et al., (2007:962), it was stated that healthcare professionals 
felt that the impact of the antiretroviral roll-out had been underestimated and this 
factor has caused on-going frustration. Dissatisfaction is mostly levelled at the lack 
of policy and planning initiatives that have thus far failed to ensure that healthcare 
professionals, and nurses in particular, are provided with the expertise they 
require to optimally assist patients regarding provision of ART. The following 
quotations highlight concerns related to lack of uniformity in areas where support 
is considered to be required:  
 
‘You know I think with the change of policy at times you know the programme 
managers actually are really responsible to make sure that staff who are running 
the program are getting trained in the updates, and these things doesn't flow 
nicely, it's another frustration, not providing the proper training for the staff to 
implement new changes you know, and eventually you see poor implementation 
of these changes’   
‘When [names manager]  left and new people came in, um we just felt totally 
unsupported, totally neglected and practically ignored I would say, which doesn’t 
help for anything, um you know, whether it’s, ja, training or support, we don’t get 
any, none’   
The same doctor (who was mentioned in previous quotations) and who was 
supporting so many of the healthcare professionals interviewed for this study, was 
of the opinion that those working in the clinics were in need of on-going mentoring. 
She was clear that it is not enough to give theoretical training; there has to be 
follow-up in the form of clinical mentoring:  
‘We train and then we leave a big gap before we actually do it you know people 
forget into a three-month time, you need to come back and you need to implement 
and preferably have somebody that actually mentor or give you support or be a 
phone call away’   
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‘We need to give people the support that they need to gain the confidence to do it 
themselves, actually take the person by the hand and give them the support they 
need to implement, it’s the only way’   
Many healthcare professionals feel supported. Some feel that they would like 
assistance and the confidence in themselves to be able to fulfil their obligations in 
a most important area of work, that is, HIV-positive children requiring 
comprehensive treatment, care and support and ART. Perhaps the phone-call-
away ideology is something that policy makers could explore, which would assist 
the antiretroviral roll-out to succeed.  
In various studies healthcare workers have indicated their need for an 
autonomous mobile solution that would enable them to access information at the 
point of care. In some settings, smart phones, loaded with educational modules, 
are used for the training, supervision and clinical mentoring of healthcare 
professionals. This greatly enhances the scaling-up process of HIV/AIDS. Such 
media enables healthcare professionals to access continuous updates in their field 
of work and information related to cases. It also allows discussion with peers and 
mentors over difficult clinical cases (Zolfo, Iglesias, Kiyan … Lynen, 2010:1). 
Participants in this study affirm the need for more educational updates: 
‘So that would be another thing that we can look at just continuous in-service 
training for nurses on HIV co-ordinated topics’   
‘There is poor implementation of changes uh so you see people doing things 
differently, some using the old policy while others implement the new changes 
smoothly, so some lag behind’   
While the antiretroviral programme in South Africa has shown remarkable results 
thus far, the growing need for comprehensive treatment, care and support for the 
emergent numbers of patients precludes the possibility of sustaining this progress. 
Policy-relevant considerations need to be made, especially related to overcoming 
the most serious obstacle to implementing the national treatment plan for 
HIV/AIDS, the dearth of skilled health professionals, and adequate training for 
them. In view of the need for comprehensive treatment, care and support for an 
ever-growing number of patients, this is a critical component in ensuring that ART 
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will continue to be available to those rely on this therapeutic medication (Wouters, 
Heunis, Michielsen, Baron Van Loon & Meulemans, 2011:809). 
It is therefore currently essential that the support needs of healthcare 
professionals are addressed and met, in order to ensure the retention of these 
essential skilled workers. Those in positions of management must address the 
concerns and the needs of the healthcare professionals who are working in the 
clinics, so that they will choose to stay and continue to assist their current patients, 
and those still to come. 
Sub-theme 3.4 Healthcare professionals expressed specific views 
related to comfort from their faith and prayers which 
sustains them on a daily basis 
The healthcare professionals in this study have expressed their views, in previous 
sub-themes, about their workload, frustrations because of lack of resources, and 
feeling demoralised. Under such circumstances one wonders how they cope with 
their work days. One of the healthcare professionals states her intentions to move 
away from the clinics: 
‘Even if I have to work with cables, because really is not nice to work with the 
person and you know that you can help that person and you then you can’t 
because your hands are tied; it is so frustrating it really is, and then you come 
home and you are so frustrated with your kids and everything’   
These frustrations are adding to the staff shortages in critical areas of service. 
Healthcare professionals are in dire need of support and assistance in coping with 
the stressors of working with HIV-positive children, as well as the conditions in 
which they are expected to provide treatment, care and support. When asked how 
she gets through her workload every day, one of the participants had this to say:  
‘I honestly don’t know [laughs] I think with a lot of grace from Above, I I sometimes 
don’t know how I get through each day, really’   
There is considerable research into the benefits of religion on health and as a 
coping mechanism. In an earlier study (Maltby, Lewis, Freeman, Day, Cruise & 
Breslin, 2010:750) the authors cite Pargament (1997) and his theory of religious 
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coping, which points out that drawing on religious beliefs and practices assists in 
understanding and dealing with life stressors. In other words, religion acts as a 
coping strategy. It is postulated that this premise is able to explain the link 
between health and religion. This is expanded to show that responses to stressful 
life events will be dealt with by positive or negative religious coping.  These 
authors investigate the application of a cognitive-behavioural framework in which 
religiosity allows the individual to make sense of his or her existence, self-
perception and own importance in the world, thus assisting in interpreting the 
meaning and purpose behind life events (Maltby et al., 2010:751).  
Adding prayer to the religious experience may assist the individual towards a 
better subjective wellbeing, particularly reflection or meditative prayer, in which the 
individual is quiet before God and is able to feel and think about Him (Maltby et al., 
2010:755). The participants in this study describe their experiences of improved 
mental health because of prayer and interaction with God:  
‘I got the barrier around myself by, I prayed and I asked God to to help me, not to 
become, uh, how can I say? immune to the patients, you know, the empathy is still 
there, you still feel for the patients, but you, I asked God not to ALLOW it to affect 
me to that extent that I take it home’   
‘We are trying to change lives wherever we go, with the whole war out there are 
going to have to take it one battle at a time I think, and have faith to believe that 
the good that we do will overcome the evil of this disease, it will prevail with our 
faith in God’   
Prayer as a component of religion is regarded as an intervention for alleviating 
illness and promoting good health. Topical research abounds with literature about 
spirituality, the effectiveness of prayer, faith, religion and their link to physical and 
mental health (French & Narayanasamy, 2011:1198). Healthcare professionals 
apparently require such interventions as they struggle with their daily tasks, which 
seem to elicit feelings of despondency in those not given to using prayer or 
religion as a means to assist them:  
‘You know this is just this is just fate, I do what I can the rest is up to fate and you 
know that's actually what is happening out there so yah’   
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‘I think that the danger is and that's what I think is happening to some of those 
nurses with blunting, is they get to that point and they sit back and say oh it's not 
my fault it's the system fault, I don't have the resources to access’   
One of the nurses appears to epitomise this blunting:  
‘We grow, we actually go through phases, we learn to leave it here because you 
can only do so much that is the line. And the thing is you have to know when to 
stop, you have to actually go through the things where you are over worried about 
the patients, otherwise you will never know where to stop, so you learn not to care 
so much and then you stop’   
When discussing religion, faith and prayer, the concept of spirituality should be 
borne in mind. Difficult to define, spirituality is considered an indefinable, complex 
nature, mostly subjective, something unique and mysterious. Spirituality is 
described as the yearning to find meaning and purpose in life, which will ultimately 
lead to a sense of fulfilment. It is part of finding the calmness or inner peace most 
people desire (Kelly, 2004:162). Most people attest to finding strength, knowledge, 
wisdom and guidance through prayer and relating to God (Bhuli, King, Dein & 
O’Connor, 2008:146). 
In a recent study (Gilliland, Nadeau, Williams … Jones, 2010:226) the authors 
differentiate between the concepts of religion and spirituality. Although they are 
often used interchangeably, it is suggested that spirituality denotes the ‘soul or 
mind’ and defines aspects of human nature not considered physical or tangible. 
Religion on the other hand is defined as a ‘system of beliefs unified by acceptance 
of a divine or superhuman power’. Spirituality then is a broader concept than 
religion as the individual searches for what is untouchable and revered. Elements 
associated with spirituality include the individual’s search for meaning and purpose 
in life, connectedness, inner strength and belief. Participants in this study relate to 
this: 
‘Having my colleagues around and chats about our experiences, and prayer, 
definitely forms part of daily life, just sort of gives you the inner strength to cope, a 
sense of calmness in you and that God is there to guide you through no matter 
what’   
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‘I get my strength from God, as a Christian I am the person I am because of God, 
my hope in Him helps me to live my life to the fullest’   
‘I am sorted now, I feel I can still go you see, I thought I’m going to be so 
depressed and stressed, but no I get up in the morning and I’m here on time now, 
it’s much better, there’s nothing to chase me away, thanks to God’   
There is no doubt that of all the healthcare professionals the nurses are bearing 
the brunt of the staff shortages and the increased workload related to the 
antiretroviral roll out, as evidenced in the preceding sub-themes. These work 
conditions are threatening the profession and the quality of work, hence the need 
for support systems particularly for this cadre of workers. Despite these hardships 
most nurses are willing to continue and provide comprehensive treatment, care 
and support to their patients, especially the HIV-positive children in their care. In 
order to do so most nurses attest to the need to pray and receive help from a 
higher power, which could almost be considered performance enhancement. 
Prayer is considered part of the belief system of many nurses and is rooted in the 
belief in a higher power that influences one’s life (Cavendish, Konecny, Luise & 
Lanza, 2004:26). In the words of participants in this study:  
‘As nurses we pray together every morning, read scripture and then prayers to 
start off your day with God, spiritually being ready for the day, to be able to cope 
with whatever comes your way, patient wise and work wise’   
‘When I come to work in the morning I call on God and ask Him to help me, I seek 
Him to ask Him to make me productive and be able to help others to the best of 
my ability and to give me wisdom for the day’   
Although prayer is as old as humankind, it holds a different meaning for everyone. 
There are many types of prayers, with nurses apparently mostly utilising 
petitionary and preparatory prayer during their workday. Petitionary prayer is the 
most common form of prayer in which the person requests something from God. 
Preparatory prayer is a silent personal prayer to assist the individual to face all 
situations, in a way ensuring the correct mind-set with which to deal with all 
challenges (Cavendish et al., 2004:27). Participants in this study relate:  
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‘To me my religious beliefs and prayer go hand in hand, and it’s part of my daily 
life’   
‘Prayer helps me to get through the day, especially quiet time and reflection, and 
then I think about how can I better this and improve, and the prayer and quiet time 
for myself helps me to think as I talk to God’   
Nurses certainly appear to utilise centring prayer as a means of focusing their 
attention on a higher power in order to find inner peace and cope with work 
experiences:  
‘You get this one special patient where maybe this patient was ill and something 
happened and then you see some miracle whatever, that one miracle sets the 
pace for all the other things that don’t maar go right yes, and it almost makes it 
worth it’   
‘It’s a difficult disease very challenging I don’t see it any getting any easier 
especially with the discrimination and stigma, the mothers don’t even want to know 
if they are positive so we can’t help the children’   
Many of the healthcare professionals interviewed for this research believe that 
prayer and a firm belief in God helps them in their work and daily living. They are 
drawing on their own personal strength or inner resources as a way to enhance 
their performance in the workplace, and using their prayers for emotional support, 
direction and motivation: 
‘My internal motivation, passion for the work, which is part of my Christian belief 
system, gets me through the day; this is what helps me to perform well at work 
and give of my best every day’   
‘I pray, I have quiet time and meditate and reflect on all that I do, and speak to 
God, that way I am able to figure out what I did well and what I can improve on’   
It is said that prayer takes us into the mystery of God and accordingly has a lasting 
effect on each individual who believes in this power. Through prayer, a 
relationship is created with God or a higher power, dependent on each person’s 
belief system (Narayanasamy & Narayanasamy, 2008:395). Healthcare 
179 
CHAPTER THREE:  DISCUSSION OF RESULTS AND LITERATURE CONTROL: HEALTHCARE 
PROFESSIONALS 
professionals working with HIV-positive children in antiretroviral clinics are 
confronted with existential issues, which are a further source of stress for which 
coping resources are required (Ekedahl & Wengstrὄm, 2009:530). Currently, with 
the lack of debriefing or other support interventions, healthcare professionals, 
particularly nurses, have had to find their own support mechanisms. In numerous 
studies and in this research, most healthcare professionals have chosen prayer, 
combined with their religious belief systems and spirituality, to assist them to cope 
with all they have to accomplish daily. 
3.4.1.3.1       Summary of healthcare professionals Theme 3 
In this theme the healthcare professionals expressed their views on topics such as 
the limited drug options for HIV-positive children and the limited numbers of HIV-
positive children accessing antiretrovirals at primary healthcare level. The WHO 
has advocated for the implementation of The Treatment 2.0 Framework (WHO & 
UNAIDS, 2011:6) in order to assist developing countries to meet the challenges 
related to the impact of HIV/AIDS treatment, care and support and bring about 
much-needed improvement. 
The views expressed by participants in this theme are interconnected with the 
despair depicted previously in that they remain related to the existing resource 
constraints, so that even the positive appears equivocal. For instance discussions 
related to the efficacy of antiretroviral medication in HIV-positive children provoked 
the expression of many positives, not least of which is the remarkable recovery 
made by so many HIV-positive children once they commence with ART. However, 
aspects such as levels of knowledge of healthcare professionals were raised, as 
was the lack of a continuum of care for the HIV-positive children, which is deemed 
essential. Amazing recoveries were related, but so was the reality that many HIV-
positive children are failing the regimes. This could be due largely to lack of time 
and inadequate counselling and adherence training.  
A discussion of PMTCT elicited ambivalence among healthcare professionals. 
Some say it is working well, while others quote inaccurate prescriptions or no 
treatment at all as evidence of the necessity to provide adequate education and 
training in ART and HIV-positive children. PMTCT is supposed to be offered as a 
family type of therapy in which mother and child and other family members are 
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seen together, which does not appear to occur. The ideology was to provide a 
continuum of care for the newborn and the family, in a comprehensive manner, 
with treatment, care and support. 
This theme also explored support in the form of assistance for technical difficulties 
with treatment at point of care. Healthcare professionals verified that help was 
often a phone-call away, from medical specialists and the National Health Workers 
Hotline. There was also support from a local well-known NGO and in particular the 
doctor in the paediatric section.  
In terms of the physical and emotional demands of their work, healthcare 
professionals affirm their belief systems and prayer life as a means of coping with 
their workdays. 
3.5 CHAPTER SUMMARY 
Chapter 3 focused on a discussion of the results that emanated from the data-
collection and data analysis pertaining to Group 1 of the research participants, 
namely the healthcare professionals. This group comprised professional nurses, 
medical practitioners and pharmacists. The results that ensued were obtained 
after the in-depth interviews conducted with all participants. The participants 
related how they experienced the provision of comprehensive treatment, care and 
support for HIV-positive children requiring ART at primary healthcare clinics. The 
findings were compared and contrasted with the literature as a means of verifying 
the findings.  
In Chapter 4, the results of the in-depth interviews with Group 2 participants, the 
parents/caregivers, will be discussed in detail, again in conjunction with a literature 
control to confirm the findings. The data analysis step of this research study has 
been divided into two chapters owing to the volume of data that was
collected and analysed.     
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To grow up in a world which does not set him apart, which looks at him, not 
with scorn or pity or ridicule, but which welcomes him, exactly as it 
welcomes every child, which offers him identical privileges and identical 
responsibilities (White House Conference on Child Health and Protection 
(1930), 1931:292). 
4.1 INTRODUCTION 
Chapter 3 presented an analysis of the data collected from individual in-depth 
interviews, plus reflective and field notes, related to the experiences of the 
healthcare professionals of comprehensive treatment, care and support for HIV-
positive children requiring antiretroviral therapy. Chapter 4 presents an analysis of 
data collected from the parents/caregivers group of participants, combined with 
the applicable reflective and field notes and literature control. The research 
findings from chapters 3 and 4 represent the first step in theory generation for this 
study, which is data collection and concept analysis. 
4.2 OPERATIONALISING FIELDWORK FOR THE PARENTS/CAREGIVERS 
Formal written permission, which was obtained from the administrators and 
explained fully in Chapter 3, incorporated both groups of participants and therefore 
will not be repeated in this chapter. The researcher will communicate those 
aspects of data collection that are relevant to Group 2 participants, the 
parents/caregivers.  
Once the researcher had received permission to enter the primary healthcare 
clinics and conduct interviews, the professional nurses at each identified primary 
healthcare clinic who were working with HIV-positive children in the antiretroviral 
services acted as ‘gatekeepers’ on behalf of the parents/caregivers who 
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accompany the children, and were interviewed for this research. Utilising 
gatekeepers in the form of professional nurses who know each patient ensured 
the success of the data collection process, and guaranteed that the participants 
were protected from harm. An individual in-depth interview was conducted by the 
researcher, also as part of the pilot study, with one of the parents/caregivers. This 
was the second pilot interview and was done at the same clinic as the first, again 
with no problems; therefore, the information obtained from this interview was 
included in the data analysis.  
Group 2 consisted of fifteen parents/caregivers, who ranged in age from 25 to 63. 
The data collection process comprised in-depth individual interviews with each 
parent/caregiver. The researcher depended on the gatekeepers (above) at each 
clinic to book parents/caregivers for interviews. The researcher went to the clinics 
on the days that she was given by the gatekeepers at each facility, which 
coincided with the clinic attendance days of the participants that she then 
interviewed. 
The group of parents/caregivers interviewed were diverse in terms of age, 
ethnicity, gender, education and occupation. The interviewer would have preferred 
to interview parents/caregivers of children under the age of five, but had to adjust 
the inclusion criteria to include children in pre-school and younger to obtain 
sufficient interviews, owing to the shortage of children fitting the criterion at most 
clinics. There seems to be a shortage of children under the age of five on ART in 
certain areas, owing in part to the down-referral of clients from the hospital (a 
practice that assists in expediting decentralisation and allows children and their 
parents/caregivers to access treatment closer to home), and partially owing to the 
scarcity of children attending primary healthcare (PHC) clinics to receive 
antiretroviral medication. Due to this factor the researcher made the decision of 
extend the criteria, where necessary, and met with children (with their 
parent/caregiver) who were still in pre-school, but might have been older than five.  
The decision was made due to the scarcity of children attending the antiretroviral 
clinics purposively sampled for this research. Most of the children, as stated 
previously, had commenced treatment at the specialist hospital, and not at a 
primary healthcare clinic. Most clinics that the researcher went to were not 
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initiating ART for HIV-positive children for various reasons, many of which were 
discussed in Chapter 3. 
The children of the parents/caregivers interviewed in Group 2 ranged in age from 
18 months to seven years, with four of the children being over the age of five, but 
meeting the criterion of still being in pre-school. Six participants of Group 2 were 
caregivers, five grandmothers and one aunt, and the balance of this group 
comprised eight mothers and one father. Accordingly, the gender division of Group 
2 was 14 females and 1 male. Table 4.1 illustrates the demographics of Group 2 
participants: 
TABLE 4.1: DEMOGRAPHIC PARTICULARS OF THE PARENTS/CAREGIVERS 
 
Inclusion criteria for the participants were that they had to be: 
• Parent/caregiver of an HIV-positive preschool or younger child who is 
attending this primary healthcare clinic in order to access comprehensive 
GROUP 2: PARENTS/CAREGIVERS  
 
 
Interview 
number Gender 
Parent or 
caregiver 
Age of parent/ 
caregiver Age of child 
2 Female Caregiver 63 6 year 
18 Female Caregiver Mid 50s,  
age unknown 4 years 
19 Female Caregiver 63 7 years 
20 Female Caregiver 38 5 years 
21 Female Mother 43 7 years 
23 Female Mother 50 5 years 
24 Female Caregiver 25 7 years 
25 Female Mother 35 5 years 
26 Female Mother 31 2½ years 
28 Female Caregiver 41 18 months 
30 Female Mother 29 2 children: 4 years & 4 months 
31 Female Mother 29 4 years 
32 Male Father 35 2 years 
33 Female Mother 29 3 years 
34 Female Mother 30 18 months 
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treatment, care and support in the form of ART 
• Able to communicate in English and be able to express him/herself clearly 
in order to avoid misinterpretations by the researcher 
• Open to the presence of a translator should he/she fulfil all other criteria 
except the language criterion 
All participants in this group were willing to take part when approached by the 
professional nurse but, while being interviewed, most seemed to be under the 
impression that they should promote the clinic and the staff and tell the researcher 
what they thought she would like to hear. The researcher was obliged on more 
than one occasion to re-explain to the participants that what they shared or spoke 
about would not be reported to anyone, and that they could describe their 
experiences honestly. With some participants, this encouragement helped them to 
share a little more openly, but many, particularly the older caregivers, remained 
unable to open up about their experiences at the clinic. Some of the participants 
alluded to less than optimal care, while others unwittingly indicated poor service 
because of their descriptions of what had been done for them, which indicated the 
aspects that were incomplete or left out totally. All of these experiences are 
discussed in Chapter 4. 
The following main questions were used for the in-depth individual interviews with 
parents/caregivers:  
Tell me how is it for you to receive antiretroviral treatment for your child at this 
clinic? 
Towards the end of the interview, the participants were asked the following 
question: 
What do you think could be done to make the treatment, care and support that you 
receive at this primary healthcare clinic better? 
From the main questions, the interviewer was able to probe as the interview 
progressed, in order to encourage the participants to expand on their initial 
answers. The interviewer used the interviewing methods of probing and prompting 
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to attempt to add depth to the initial response, which in several interviews had to 
be used continually owing to the stilted attitude of the participants, as explained 
above (King & Horrocks, 2011:53). The main question was simplified and clarified 
for many of the participants so that they were able to delve into their lived 
experiences and uncover the main facets of their journey thus far.  
The researcher wanted to hear their stories about their experiences of having to 
care for a child who has HIV, and requires lifelong treatment with drugs that have 
so many side effects. This she encouraged them to do by using interviewing 
techniques, such as building rapport and trust by showing interest in what the 
participant was saying, encouraging responses, without leading and suggesting 
answers, and being as relaxed as possible (King & Horrocks, 2011:48‒55). 
Because most participants had their children with them, the interviewer also 
interacted with the children, and always had some sweets with her, which were 
given to restless children during the interview. This had the effect of calming the 
child, pleasing the mother/caregiver, and allowing the researcher to continue with 
the interview, having, to some extent, gained the confidence of the participant. 
4.3 DATA ANALYSIS 
The approach that was described in Chapter 3 was used in this section of data 
analysis for the parents/caregivers and will not be repeated in this chapter. 
Although there was a dearth of information about acquisition of antiretroviral 
treatment by children at local level or at primary healthcare clinics, there is ample 
evidence about the extent of the spread of HIV/AIDS in children, with statistics 
abounding on the increasing morbidity and mortality rates in this vulnerable 
population, as mentioned in Chapter 1. The researcher therefore decided to 
investigate the provision of the much-vaunted comprehensive treatment, care and 
support for HIV-positive children requiring ART in primary healthcare clinics.  She 
considered qualitative research the best method to enable her to build a picture 
based on the experiences of the participants, who in this chapter are the 
parents/caregivers who accompany the children, and of the availability of this life-
changing therapy for HIV-positive children. Literature was used in moderation by 
the researcher in the beginning of this research in order to convey an inductive 
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design, as referred to in Chapter 3.  
4.4 DISCUSSION OF RESULTS 
In Chapter 4, the researcher intends to present a discussion of the results that 
were obtained from the individual in-depth interviews with the parents/caregivers 
in Group 2 of the data-collection process. The researcher was particularly 
interested in their experiences of the ways in which the healthcare needs of the 
HIV-positive children in their care were being met by the healthcare professionals 
at primary healthcare clinics. To learn about these experiences the researcher 
deemed it necessary to explore and describe how the parents/caregivers 
experienced the comprehensive treatment, care and support for their HIV-positive 
children who require ART at primary healthcare clinics. The researcher also 
explored with this group what they thought could be done to improve the 
comprehensive treatment, care and support for their HIV-positive children 
attending primary healthcare clinics.  
4.4.1 IDENTIFIED THEMES OF THE EXPERIENCES OF 
PARENTS/CAREGIVERS OF HIV-POSITIVE CHILDREN REQUIRING 
ANTIRETROVIRAL THERAPY  
A visual presentation of the themes and sub-themes of the experiences of 
parents/caregivers relating to the provision of ART for their HIV-positive children is 
presented in Table 4.2 as follows: 
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TABLE 4.2: THEMES AND SUB-THEMES OF THE EXPERIENCES OF 
PARENTS/CAREGIVERS RELATING TO THE PROVISION OF 
ANTIRETROVIRAL THERAPY FOR THEIR HIV-POSITIVE CHILDREN  
THEME SUB-THEME 
1. Parents/caregivers 
experienced various 
emotions following the 
diagnosis of their children 
as HIV-positive and 
requiring ART 
Parents/caregivers experienced: 
 
1.1  Shock and disbelief when receiving the diagnosis 
1.2  Fear of stigma and discrimination related to 
HIV/AIDS 
1.3  Sadness and uncertainty at having to disclose to 
their children that they (the children) are HIV-
positive  
1.4  Spirituality and religion as giving them hope 
1.5  Distress and guilt, on the part of mothers, as a 
result of passing the virus onto their children 
 
2. Parents/caregivers 
expressed a diverse range 
of experiences related to 
the diagnosis of their 
children as HIV-positive 
2.1  Parents/caregivers experienced: 
 
2.1.1  Ineffective patient flow at PHC clinics  
2.1.2  Lack of compassion in staff members 
2.1.3  Adherence counselling and training as beneficial 
2.1.4  Improvement in their HIV-positive children’s 
health following commencement of ART 
2.2  Caregivers had unique experiences related to 
caring for the HIV-positive children: 
 Caregivers experienced: 
 
2.2.1  Feelings of despondency due to having to care 
for the children in the absence of their parents 
2.2.2  Caring for the children as a burden which 
challenges them financially and physically 
 
3. Parents/caregivers 
experienced specific 
support needs related to 
the diagnosis and 
treatment of their HIV-
positive children 
Parents/caregivers experienced a need for: 
 
3.1  Financial support  
3.2  Education about the effects of HIV in children 
3.3  Support groups where they can meet and share 
to assist one another 
3.4  Partner and family support for them and their 
HIV-positive children 
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4.4.1.1 DISCUSSION OF THEME 1 AND THE RELATED SUB-THEMES OF 
THE PARENTS/CAREGIVERS OF HIV-POSITIVE CHILDREN  
A graphical presentation of Theme 1 with its sub-themes is presented in 
Figure 4.1: 
 
 
 
 
 
 
 
 
 
 
 
 
FIGURE 4.1: PARENTS/CAREGIVERS EXPERIENCED VARIOUS EMOTIONS 
FOLLOWING THE DIAGNOSIS OF THEIR CHILDREN AS HIV-POSITIVE 
AND REQUIRING ANTIRETROVIRAL THERAPY 
 
 
 
 
 
 
 
THEME 1 
Parents/caregivers experienced various emotions following the 
diagnosis of their children as HIV-positive and requiring antiretroviral 
therapy 
SUB-THEMES: 
Parents/caregivers experienced: 
1.1 Shock and disbelief when receiving the diagnosis 
1.2 Fear of stigma and discrimination related to HIV/AIDS 
1.3 Sadness and uncertainty at having to disclose to their children that they (the 
children) are HIV-positive  
1.4 Spirituality and religion as giving them hope 
1.5 Distress and guilt, on the part of mothers, as a result of passing the virus 
onto their children 
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THEME 1:  PARENTS/CAREGIVERS EXPERIENCED VARIOUS EMOTIONS 
FOLLOWING THE DIAGNOSIS OF THEIR CHILDREN AS HIV-
POSITIVE AND REQUIRING ANTIRETROVIRAL THERAPY 
The participants in this study expressed a wide range of emotions when describing 
their experiences of caring for their own children, or those of their relatives who 
have been diagnosed as HIV-positive. In the case of the mothers of the children, 
some emotions differed from those of the fathers and caregivers, probably 
because the mothers were HIV-positive. Despite these variations, it appears that 
all participants had to cope with emotional reactions similar to those described by 
Kubler-Ross (1986:10) in her ‘stages of dying’ or ‘cycle of grief’, in which she 
describes how people deal with loss. Although Kubler-Ross’s emphasis was on 
loss experienced through death, she acknowledged that the pattern of emotions 
that she presented could be applied to many other situations, such as loss elicited 
through illness (Kubler-Ross, 1998:18). 
Reactions on learning that one’s child has a chronic illness would be varied, but 
they are always powerful. Emotions may range from shock to relief, with denial, 
anger and grief over the loss of health, also common emotions, all of which are 
found in Kubler-Ross’s grief cycle (National Institute of Health, Patient Education 
Clinical Center, 2001:1). Learning about a diagnosis of being HIV-positive is much 
more difficult than for most chronic illnesses, however, as stated by Goldman 
(2007:2):  
 [U]nfortunately, even though there are effective treatments, and we speak 
about it as being a chronic disease, it still is true that it's a life-threatening 
illness, and people initially feel a tremendous loss of hope, feeling like it's 
the end of the world and their life is going to change in so many ways.  
HIV/AIDS is a complex disease that affects all aspects of life, economic, social, 
educational, medical and psychosocial. Often parent and child have the disease, 
and need treatment, care and support simultaneously. UNAIDS (2001:6) states 
that ‘in spite of all hardships and stigma, these children also have a right to 
education, affection and cultural identity, as well as to services for the care of 
children’. Of significance in the care of HIV-positive children is that the fulfilment of 
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the needs of children infected with and affected by HIV/AIDS is potentially in 
jeopardy when a parent or carer becomes ill and eventually dies (UNAIDS, 
2001:10). These focus areas will be discussed in the following sub-themes: 
Sub-theme 1.1  Parents/caregivers experienced shock and disbelief when 
receiving the diagnosis  
The magnitude of HIV/AIDS in sub-Saharan Africa was described in Chapter 1, 
specifically the statistics and the extent of the challenges presented by this 
disease. Of particular significance in this research study are the psychological or 
internal challenges a person with HIV/AIDS experiences, which vary from person 
to person. To adequately assist parents/caregivers to cope with this disease, and 
offer comprehensive treatment, care and support, it is essential to explore the 
importance of all stakeholders being aware of the psychological effects of 
HIV/AIDS. These include fear, loss, grief, anger and, specifically related to this 
sub-theme, shock and disbelief, which is linked to denial, in connection with 
hearing that either their own child (parents) or the child in their care (caregivers) 
has HIV/AIDS (Bezuidenhout, Elago, Kalenga, Klazen, Nghipondoka & Ashton, 
2002:18).  
Immense psychological consequences to hearing the diagnosis of HIV-positive are 
inevitable, for the person infected and the affected significant others, such as the 
caregivers in this research study. While numerous studies attest to the 
psychological sequelae on the parents on hearing the diagnosis that they are HIV-
positive, there is a dearth of literature on how these parents feel about their child’s 
diagnosis. The literature deliberates on the guilt and other ramifications pertaining 
to a child’s HIV status, but not on the parents’ emotional response to the child’s 
diagnosis, particularly mothers’. Those infected usually react with fear of the future 
related to dealing with a life-threatening disease, and therefore shock and disbelief 
are the initial reactions, leading to denial (Bezuidenhout et al., 2002:18). Owing to 
these overpowering emotions, it is possible that the parents in particular are 
unable to distinguish between their own emotional pain and any additional pain 
they might experience related to the diagnosis of their child, as participants in this 
study share:  
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‘That thing, you know that because, eh I just had to know my status, yah, and Ah, I 
wasn't expecting that I would be getting a shock, if I can get something that is 
negative, and know what I was told at the time, but now they explained to me 
everything and and and the treatment and testing, and after the results, eh I was 
something like shocked’  
‘After I I was told that he is also positive, yah I was shocked at the time but you 
can’t change’  
As stated, it is documented that people who are told that they are HIV-positive 
experience significant emotional turmoil when hearing the news, particularly 
because of the enormity they face in dealing with all facets of this disease, not the 
least of which is believing that HIV is a death sentence. Pain and grief are the 
usual results of losing something or someone of value. In this case, the person 
would be facing the loss of his or her own health, and the child’s. The five stages 
of loss or bereavement are shock and denial, anger, bargaining, depression and 
acceptance (Van Dyk, 2008:301). The researcher identified these stages in each 
of the participants interviewed in Group 2 (parents/caregivers). Many of the 
participants described their feelings of shock and disbelief when they received the 
initial diagnosis of HIV, either for themselves or for the children in their care. The 
following quotations illustrate this:  
‘No, nothing nothing nothing nothing’  
The above was said in response to probing, during the interview, of how she felt at 
the time of the child’s diagnosis.   
‘I was shocked but I just told myself I must live I still have this boy, one boy, but I I 
I told myself I've got to live for my child, I told myself it's not the end of the world, I 
must look after myself and look after my child’  
‘It was very painful for me, worse when I came here and it’s (her son) supposed to 
start the drugs because I didn’t know the drugs so it’s very hard for me at that 
time’  
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The participants (above) felt shock and denial or disbelief at hearing the diagnosis. 
Initially, there may be no reaction at all to the bad news. Shock can impede 
understanding and retention of news. Often the diagnosis has to be repeated 
several times before the person is fully aware of what is being said, and is able to 
comprehend the gravity of the news. Healthcare professionals should be aware of 
this, and realise that physical manifestations could accompany this stage of grief, 
for instance tremors, nausea, vomiting and sweating (Cichocki, 2009:145). This 
can occur in the caregivers as well as in the parents, as the researcher in this 
study noted when a caregiver shared her feelings on hearing that the child in her 
care was HIV-positive:  
‘Mama the time that they were talk with me I was feeling pain and I was feeling to 
say Oh! I wonder he’s going to be all right, died or is what; I said Oh! Again my 
heart has been broken, because I was so worried about that child, because I didn’t 
know, I didn’t even hear, it was the first of time, Ja’  
The difficulties of dealing with the consequences of a disease such as HIV 
emerged in a study by Hackl, Somlai, Kelly and Kalichman (1997:54) with HIV-
positive women. The women stated that they struggled with disbelief at the point of 
receiving the diagnosis, the paucity of women’s support groups, and barriers 
associated with seeking services, all of which made their journey so much more 
stressful. The researcher noticed that there is even less support for caregivers, 
who, due to the death of parents, are expected to care for the children left behind, 
who are often HIV-positive. In addition, women are obliged to continue with 
caregiving responsibilities as they wrestle with the grief and loss issues that 
accompany their own terminal illness, or that of their child and their pervading 
thoughts of a decreased lifespan (Hackl et al., 1997:55). The following quotation 
verifies what the literature states about the difficulties certain participants 
experienced on hearing that they were HIV-positive:  
‘In the first place I couldn't believe I had HIV, I just could not believe I had HIV and 
I could not understand what they were saying to me, it was difficult for me to 
accept that I was HIV-positive, it was a big shock’  
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This quotation is one of several in which the parent identifies his or her own 
feelings and experiences about the diagnosis of being HIV-positive, with little 
regard for feelings related to the child’s diagnosis. It is possible that the parents 
are overwhelmed by the magnitude of this disease, making it harder for individuals 
to cope with their feelings. The researcher experienced firsthand the lack of 
psychosocial support for parents/caregivers at the primary healthcare clinics (to be 
explored in subsequent sub-themes), which would make these feelings even more 
difficult to deal with. 
Not only do the parents have to deal with their own diagnosis of HIV, but with the 
reality that their children are now HIV-positive as well. The diagnosis of a child 
being HIV-positive because of the parents brings a new dynamic to this disease. 
Parents/caregivers shared their feelings and experiences of hearing that their child 
was HIV-positive, which elicited similar feelings of shock and disbelief to those 
documented previously: 
‘They let me know that my son had eh ah I was not thinking straight then, you 
know that, and the second I was thinking, where did he get it?’  
‘But it wasn't ag ja for me to find out I was HIV-positive was a shock, but it wasn't 
um a lot of hurt as when I found out that he got HIV from me, after I found out he 
was HIV-positive it was a bit hard, at first it was a little too much’  
‘In the beginning, I felt very bad I felt really sick but after about a month I felt better 
and I got used to the fact that he had HIV’   
HIV disease produces four major psychological concerns in most patients: 
existential and spiritual issues; a perception of HIV as a threat; feelings of 
vulnerability and loss of control; and lastly, death-related concerns, which include 
the cycle of grief (Schweitzer, Mizwa & Ross, 2010:4). The diagnosis of being HIV-
positive causes high stress levels and crises in patients as they begin to deal with 
the new medical, personal and social situation they have been catapulted into. 
Often people with HIV are blamed for having contracted the disease and might 
even feel that being HIV-positive generally makes HIV part of their identity (Duffy, 
2005:18). 
194 
CHAPTER FOUR:  DISCUSSION OF RESULTS AND LITERATURE CONTROL PARENTS/CAREGIVERS 
 
Sub-theme 1.2 Parents/caregivers experienced fear of stigma and 
discrimination related to HIV/AIDS 
[HIV]-related stigma and discrimination have been acknowledged as an 
impediment to mitigating the HIV epidemic since its early days, yet 
programming and activities to reduce stigma and discrimination have been 
given much less attention than other aspects of the epidemic. Right from 
the beginning, the HIV/AIDS epidemic has been accompanied by an 
epidemic of fear, ignorance, and denial, leading to stigmatisation of and 
discrimination against people with HIV/AIDS and their family members. 
HIV/AIDS related stigma and the resulting discriminatory acts create 
circumstances that fuel the spread of HIV. The fear of being identified with 
HIV prevents people from learning their sero-status, changing unsafe 
behaviour, and caring for people living with HIV/AIDS (Adelekan & Edoni, 
2012:39) 
Parker, Aggleton, Attawell, Pulerwitz & Brown (2002:13) describes stigma as an 
ancient idea that has a historical association with many illnesses, for example 
leprosy, cancer, tuberculosis, mental illness, many STDs and now HIV/AIDS. 
Stigma causes individuals to be discredited or devalued, based on the 
identification by society of certain attributes that these individuals possess, and 
occurs because of ignorance, combined with past fears and prejudices. In the 
case of HIV, positive status is considered undesirable. Therefore those living with 
HIV/AIDS are set apart, principally owing to the severity and terminality of the 
disease (Dlamini, Kohi, Uys … Makoae, 2007:390). However one views stigma, it 
reinforces social inequalities and reproduces relations of power and control 
(Parker, et al., 2002:13).  
Discrimination has been described (Parker et al., 2002:16) as the enactment of 
stigma, and as an aspect of stigma, such as exclusion, restriction of expression, 
marginalisation, or even prevention from access to services (Monjok, Smesny & 
Essien, 2009:22). Discrimination can be conveyed by force: ‘from avoidance to life 
threats, lynching and death’. Equally disturbing are the incidents in which women 
are beaten or murdered for being brave and responsible enough to disclose their 
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status (Orford, 2006). 
In South Africa, Gugu Dlamini, 36, who was working to persuade South Africans 
not to discriminate against HIV-infected people, was beaten to death by her 
neighbours, who accused her of bringing shame to their community by revealing 
that she was HIV-positive (McNeil, 1998). Lorna Mlosana, who was openly HIV-
positive and healthy, thanks to antiretrovirals, was killed by a vicious cocktail of 
‘misogyny, violence and fear’. Following a gang-rape by eight men, Lorna was 
beaten to death after telling them that she was HIV-positive. Her friend, Nomava 
Mangisa, was beaten for trying to save her, and died a few months after the 
assault’ (Orford, 2006). Although no such dramatic accounts of stigma and 
discrimination were related in this study, participants did share that they had 
experienced the painful effects of stigma and discrimination:  
‘Then my other child, my own children, were scared of both of us and they said to 
both of us that he and I should not stay in this house, because he is HIV; then I 
said to my children he isn't, he hasn't got sores on him, he's got no sores so he he 
can‘t do anything to us, and so it went on..’  
‘And he told me the thing, the reason he cried, is because he hear people saying 
you had AIDS and now you died’  
‘I I I told somebody who went to church with me, and she go and tell the whole 
people now, and now they stop their children from playing with her, and if she 
goes to their house just to go and play with them and then they push her out of the 
door, they are scared, they will not allow her to play with their children’  
This type of hostility is a reasonably common experience for people living with 
HIV, and represents ‘external’ or ‘enacted’ stigma, which is rooted mainly in fear 
and judgment of what is different, leading to blame, distancing, and discrimination. 
It is an attempt to promote social order but, ironically, it is more likely to break 
communities down (Brouard & Wills, 2006:2). People living with HIV/AIDS are 
frequently insulted and labelled by their communities, who use unjustified negative 
phrases to describe them, such as ‘walking corpse’, ‘slow poison’ and ‘Satan’s 
people’, which are morally judgemental and lead to their rejection and exclusion 
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(Deacon, 2006:491; Dlamini et al., 2007:390). Participants in this study did not 
experience such name calling, but they did corroborate aspects of feeling rejected 
and marginalised, in that they experienced being spoken about by others, or 
feared being spoken about because they expected to be discriminated against, 
which was just as distressing:  
‘So now if you go that side then the people they will look to and they will talk and 
that's why there are some people that are HIV-positive, they come to the clinic and 
they get tested and afterwards they don't come to the clinic because they are 
afraid of the people; when you are coming then they will look to you at you and 
they will judge you’  
‘Oh ah ah uh in in in this moment they are they are right but ah I don’t, I am 
worried, like may be them the parents of the children other the ah maybe they can 
say don't go to play with that child because this child is positive and don't play’  
Brown, Trujillo and Macintyre (2003:56) suggest that people living with HIV/AIDS 
should receive counselling in coping skills and should have contact with others 
who are living with the disease in order to assist them in dealing with stigmatising 
behaviour. They expound that communities should be educated about the 
negative effects of stigma, by ensuring that factual descriptions of the disease, 
transmission mode, and methods of risk reduction are presented via the media, in 
clinics, through life skills programmes in schools, and via peer or outreach 
education (Brown et al., 2003:56-57; Van Dyk, 2008:130). The issues of stigma 
and discrimination have been highlighted since HIV/AIDS was first discovered as a 
treacherous disease, owing to the fears of those who were infected and those who 
were trying to avoid infection. It is because of these factors that those living with 
HIV/AIDS experience such profound stigma and discrimination and the concurrent 
fear of telling others their status: 
‘The only people I haven't told is my employers, they don't know about my status 
[participant sighs deeply[ I don't know [sighs deeply again]  when when she talks 
about HIV/ AIDS you can take it from there that she doesn't like it you know, so I 
am afraid to tell her’  
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In a study by Peltzer and Ramlagan (2011:60) it was postulated that with the 
availability of ART, a perception change of HIV/AIDS would occur which would 
render stigma and discrimination outdated. Regrettably, this does not appear to 
have occurred in South Africa, where stigma and discrimination appear to continue 
unabated. The same study (Peltzer & Ramlagan, 2011) noted that an individual 
who experienced high levels of stigma would also have poor physical and mental 
health, and suffer from depression and a concurrent lack of social support. The 
following quotations show the feelings of parents/caregivers as they struggle to 
come to terms with the diagnosis of HIV/AIDS and the effects that this has on their 
lives:  
‘It it doesn't help to tell other people about my grandson my child because they will 
laugh at him and will make jokes of that so I prefer to keep it to myself, but we all 
know about the disease of my grandson all of us at home’  
‘But I tell my other sons I say to them, no man this sick this is not a sickness make 
you sick, but then he tells the people, and you know mamma, take you and your 
grandchild and stay far away from me, don't make us sick as well; I was so 
unhappy I cried I cried and cried and cried’  
Stigma and the accompanying discrimination have serious implications for 
treatment, care and support of patients, particularly HIV-positive mothers with HIV-
positive children (Peltzer & Ramlagan, 2011:66‒67). Discriminatory behaviour has 
an effect on an individual’s self-perception, causing the experience of various 
emotions such as shame, guilt and self-blame. These emotions, in turn, are linked 
to deep-seated anxieties, such as fear of hurting or infecting others, fear of others 
finding out that the person has HIV, and fear of causing pain and disappointment 
to family members (Morrison, 2008:6). All of these fears circle back to continue the 
poor physical and mental health in those experiencing the negative effects of 
stigma and discrimination. The following quotes reveal the anguish of 
parents/caregivers having to deal with the effects of stigma and discrimination for 
themselves and their HIV-positive children:  
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‘When I think of telling her I think maybe she will think of telling her children, what 
will her children say? Or maybe she will tell her friend what will that friends say 
you know? I am not confident to disclose to her you know’  
‘No there is no one that I can talk to I'm just on my own, I am not ready yet to tell 
others about my grandson he is not well enough to cope with others, I have to 
manage alone, I fear what they will say’  
Stigma and discrimination have been identified as barriers to adherence to 
treatment by those living with HIV, and fear of stigma has been identified directly 
with medication being taken covertly to hide HIV status (Groh, Audet, Baptista … 
Moon, 2011:1; Theilgaard, Katzenstein, Chiduo … Tersbol, 2011:2). Although 
adherence to antiretroviral treatment will be discussed in a later sub-theme, it is 
relevant in this context because of the impact that stigma and discrimination have 
on this essential behaviour. Sadly, it seems as though the effects of stigma on 
family members prevent them from even attending the clinic in order to fetch their 
loved one’s medication, perhaps in case they are seen by others that they know:  
‘And now there was no one that's wanting, coming to, want to coming come here 
to get the tablets, now I'm I am volunteer myself to come and fetch for my 
granddaughter’  
In the following quotation, the parent was told by the healthcare worker not to give 
the antiretroviral treatment in front of others in order to prevent stigma and 
discriminatory behaviour towards them:  
‘But it, the counselling here, told me that that if I'm give him the drugs I must not to 
be in front of the people, I must give him in his own in the place where other 
people they cannot see it, because other other people can talk wrong to him’  
The fear of stigmatisation is linked to the location of the treatment rooms in a clinic 
(Theilgaard et al, 2011:9). This is particularly relevant to South Africa, where 
stigma and discrimination remain high and fear of reprisal prevents disclosure 
(Simbayi, 2008:11; Gilbert & Walker, 2009:1125; Peltzer & Ramlagan, 2011:64). 
Accordingly, the positioning of rooms where HIV-positive patients are treated is 
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important in a clinic. This significance appears to be overlooked by healthcare 
professionals. Several participants stated their concerns about how they are 
treated at the clinics and that they are labelled HIV-positive by healthcare 
professionals and other recipients of healthcare. The following quotations show 
how those attending clinics for ART are treated, and observed or noticed by 
others:  
‘Yah yes we have particular colours for it, you do have your card that you bring to 
the clinic and then you've got the files that they keep here, the yellow files for 
everyone who is HIV-positive, so when you taking the file to the front to fetch the 
medication then everybody is looking at you, oh! That one is HIV-positive, and 
then everyone knows that you are HIV-positive, so that doesn't feel right or nice to 
me’  
‘I told them at school because sometimes if I'm at work the teacher comes to the 
clinic to fetch the tablets; so one mother saw the teacher at the clinic here and 
then she ask what is she doing with this child at the clinic in THAT room 
(antiretroviral therapy), so she find out that my child was positive and so she took 
her child out of the crèche; I still want to cry now even’  
‘Yah it as it does feel different, not nice, because we come in and sit there, and at 
first it wasn't like that we would all sit together, and now we, the HIV people, are 
sitting on that side of the clinic’  
Some of the participants felt that the reason for discriminatory behaviour was 
related to the ignorance of others about the disease and its effects, which is 
insightful since there is considerable literature to verify the accuracy of this 
observation. In the words of this particular participant: 
‘I I don't know, I think it's just that people haven't got enough knowledge about the 
about the HIV virus, about that, because I think if they can maybe get more 
information to enable them to know that there is nothing wrong; just like the other 
sicknesses around’  
 
200 
CHAPTER FOUR:  DISCUSSION OF RESULTS AND LITERATURE CONTROL PARENTS/CAREGIVERS 
 
The researcher is strongly of the opinion ‒ which has been amply verified in the 
preceding paragraphs by reports, articles and narratives from participants ‒ that 
HIV/AIDS is devastating enough for each person to live with, without the added 
stigma and discrimination with which each person interviewed has had to deal. It is 
to be hoped that those exhibiting stigma and discrimination towards HIV-positive 
people will face their own fears, prejudice and intolerance (Lau, Tsui & Chan, 
2005:118) and learn to be more compassionate. 
[W]e need to break the silence, banish stigma and discrimination, and 
ensure inclusiveness within the struggle against AIDS; those who are 
infected with this terrible disease do not want stigma, they want love 
(Mandela  in Abdool Karim & Abdool Karim, 2010: Foreword). 
Sub-theme 1.3 Parents/caregivers experienced sadness and uncertainty 
when having to disclose to their children that they (the 
children) are HIV-positive  
Disclosure is a major component of HIV/AIDS debates owing to the issues of 
confidentiality and privacy. Disclosure is complicated by stigma and discrimination 
(as mentioned previously). Disclosure is considered a way for those infected with 
HIV/AIDS to open up and receive the social support they need, and is even 
thought to be a means of preventing discrimination, the premise here being that 
the more people that speak up, the more the epidemic will be accepted. Research 
has shown that disclosure to significant others by those who are HIV-positive, 
which includes parents to children, is an important, albeit difficult, step in dealing 
with the disease (Obermeyer, Baijal & Pegurri, 2011:1011). 
It seems that telling their children that they have HIV/AIDS was a hard task for 
parents/caregivers in this research study, which is in keeping with the literature, 
which reveals the same problem. Parents appear to disclose partially to their 
young children and often more in detail with adolescent children, which possibly 
indicates the level at which the parent thinks the child will understand the disease, 
and the implications (Obermeyer et al., 2011:1014). Disclosure also occurs in a 
range of ways from partial, inaccurate or deceptive to full disclosure (Oberdorfer, 
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Puthanakit, Louthrenoo, Charnsil, Sirisanthana & Sirisanthana, 2006:283). 
Caregivers deceive the child by telling him or her they have some kind of disease, 
but do not explain exactly which, except that they need to take the medication. 
Other caregivers blatantly lie to the child by selectively supplying information in 
which the HIV status is hidden behind conditions unrelated to HIV illness, whereby 
these caregivers feel that they have achieved the objective of informing the child 
that he or she needs to take the medication (Oberdorfer et al., 2006:286). The 
parent/caregiver in the following quotation has told her young son that he has to 
take the tablets because of HIV, and is encountering resistance from the child:  
‘Yes sister, I told him it’s for HIV but he is not want it, because he said on the first 
day I don't want the the tablets anymore because I am not all right I am weak, so I 
told him that you are supposed to take it for long, for the whole of of your life, 
because they are going to help you’  
Studies have shown that the prevalence of disclosure among school-aged HIV-
infected children varies widely, although compliance with ART can be affected by 
knowledge of their status, or lack of it (Oberdorfer et al., 2006:283; Lesch, Swartz, 
Kagee … Cotton, 2007:811). It appears as though parents and caregivers feel that 
they are in control of managing when the child will be informed about HIV status. 
The reality is that children will find out, typically from friends, media and other 
technology. Children are also attending clinics, in order to receive their HIV 
medication. These clinics have HIV posters and bottles of AIDS drugs on the 
shelves, which children can read and correlate with what they have been given, 
particularly the older children. This leads to them sometimes ‘playing the game’ 
and keeping the secret, but this is not beneficial to the child/parent or caregiver 
relationship, or for the child’s physical, social and psychological wellbeing. Adults 
covering up or lying about HIV erodes trust and can be devastating to the family 
dynamics (Keeton, 2009). Some parents are unable to tell their children at all 
about their HIV status and find rational reasons to justify their actions:  
‘No I have not done this, I have not been able to tell him yet, I have told him that 
he is sick and that he must take his tablets, but I cannot tell him yet that he has 
HIV; I think that he is too young (5) to understand what this means, I will wait until 
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he is older, and then I will tell him’  
Disclosure of HIV status to a child necessitates conveying the fact that the child 
has a potentially life-threatening, stigmatised and transmissible disease, which is 
associated with high-risk sex, same-sex behaviour and the fear of contagion. Of 
further significance is that the majority of HIV-infected children acquired the 
disease from their mothers, which ensures parental guilt and effectively 
distinguishes this disease from all other life-threatening paediatric illnesses 
(Wiener, Mellins, Marhefka & Battles, 2007:157). These feelings appear to be 
universal, as verified by one of the participants describing her reaction to telling 
her child that he must start the ART because he is HIV-positive: 
‘I was feeling sad because I'm hmmm I thought that I I was thinking of him before 
like how can I talk to him like I, if I can say to him here's your drugs and if he don't 
want those drugs I, what? How can I explained to him, how can I tell him (he has 
HIV)?’  
There is a dearth of research on all aspects of disclosure related to children and 
HIV, particularly in sub-Saharan Africa. This includes aspects such as the 
psychological and clinical outcomes after disclosure, and, even more limited 
research-wise, the ‘what, when and how HIV-infected children are told about their 
illness’ (Vas, Eng, Maman, Tshikandu & Behets, 2010:247). Wiener et al. 
(2007:156) consider disclosure most successful if it is an on-going process as the 
child develops and is able to understand the concepts being explained, and 
therefore needs to be age appropriate.  
Of further significance is research showing little or no difference in psychological 
functioning between disclosed and non-disclosed children, despite the prevailing, 
and mainly anecdotal belief that disclosure will negatively affect children’s lives 
and the parent/child relationship, and therefore should be avoided (Dematteo, 
Harrison, Arneson … King, 2002:340, 342). These authors noted that women who 
did disclose wanted their children to know the truth, hear the news from them, and 
believed that it would enhance their relationship. On the other hand, many women 
were concerned that this information would be too much for the child to cope with 
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and/or feared rejection because she has passed this disease onto the child 
(Dematteo et al., 2002:340). The following quotes highlight some of these issues. 
Neither of these mothers has attempted to disclose to her children who are seven 
and five years old respectively, due perhaps to their overwhelming guilt at having 
infected their children: 
‘I don’t know how to tell him because I know he's get from me so I am worried 
about that, because if I was know that he would get it (HIV) from me, I've got 
positive at that time, I was maybe, I was not doing them the, because on the on 
that years there was going, was no can tell about the (HIV)’  
‘But I must be strong for my child, for my child sick from me, I just pray to God as 
times goes then he would drink his medication and he will be better, I just tell 
myself that no, he will be better and he will live long, and that's all I can do and 
that's all I think now’  
Disclosure is a critical issue facing HIV-positive children and their families, and it 
has implications for future treatment, care and support. An issue of concern to 
parents is doubt about the child’s ability to keep the secret, which would mean that 
they, and the child, would be exposed to discriminatory behaviour (Oberdorfer et 
al., 2006:284). The following quotes describe participants’ apprehension about 
disclosure to their children. With the exception of one participant, everyone chose 
to speak in English while being interviewed, despite struggling a little with the 
language:  
‘So now I don't know if I must disclose and I don't know how is she, how are they 
going to treat (if she says something), I don't know but I do want to tell her in case 
of accident or something, but still I don't want if I'm not there I don't want my child 
to be treated not the same way as other kids’  
‘So that I can I can be just fine (with the decision to start medication for child), and 
then am going to know and blame myself if it doesn't do that (make him better), 
you know I will just decide I have to do this, I have to give him the medicine to 
make him better’  
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‘At this moment I'm not sure how she will react (to being told she is HIV-positive) 
because even if I, now she even reminds me, she even reminds me that my 
treatment mum, ne? So there, but she doesn't know that the treatment is, for what 
ne?’  
The above quotations reflect the enormity of the burden on parents/caregivers to 
share with their children that they are HIV-positive and require lifelong treatment. 
Disclosure of HIV infection to children needs to be managed correctly in order to 
minimise negative psychological effects on the child, such as anxiety, sadness 
and depression (Weiner et al., 2007:1161). Therefore, there is a need for the 
development of disclosure guidelines and models for healthcare professionals and 
parents/caregivers to use to assist them to convey this news appropriately. 
Studies have shown that hearing they have HIV is more painful when children find 
out late, and has more negative psychological effects, so it is recommended that 
children should be told about their HIV-positive status in a supportive, and 
applicable manner, from an early age (Wiener et al., 2007:157).  
Another reason given for non-disclosure to children is that the parents are afraid 
that the child will be teased, insulted or bullied by peers (Bogart, Cowgill, Kennedy 
… Schuster, 2008:254). A participant in this study who has been unable to 
disclose to her son, who is at preschool, shares her fears of peer negativity 
towards her HIV-positive child: 
‘Oh ah ah uh in in in this moment they are, they are right but, ah I don't like like it 
may be them the the the the parents of the children other the ah ah the other age 
of him maybe they can say don't don't go to play with that child because this child 
is positive and don't play, because you can take they listen to their children, and 
then can be wrong (not nice to him)’  
More research is required regarding the complexities facing parents/caregivers 
and healthcare professionals on the topic of disclosure to children, particularly in 
resource-limited settings where support materials are minimal. Most 
parents/caregivers would prefer support from the healthcare professionals around 
the disclosure process, which apparently is not a regular practice (Myer, Moodley, 
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Hendricks & Cotton, 2006:293). A participant echoes this need for information and 
assistance with her HIV-positive daughter, which would include the healthcare 
provider telling her when it’s time to begin the disclosure process:  
‘I think mam before, because of I'm living with HIV child they cannot (think) that I 
want special treatment, but when I'm coming in for for the medication if the child is 
going on on some other stage, like now she's growing up now, just tell me what to 
expect (what I need to do next)’  
It is evident, then, that for an HIV-positive mother to disclose to her child, the 
issues of guilt and shame are paramount in their thoughts, while for fathers and 
caregivers the problem is related more to their own anxieties about the disease, 
linked to the fear of stigma and discrimination, which remains rife in South Africa 
(Norman, Chopra & Kadiyala, 2007:1775).  
The other side of this problem, though, and a strong motivator for disclosure, is 
that uninformed children might be less likely to take their medication regularly, 
leading to drug resistance and death. In addition, children whose parents defer 
disclosure may be more likely to internalise stigma and feel betrayed by those who 
hide their status. And there is always the likelihood that the child is confronted with 
the news of his/her illness by others, and experiences trauma and depression, as 
well as the potential damage to the relationship the parent was striving to protect 
(Human Rights Watch Kenya, 2010). 
Sub-theme 1.4 Parents/caregivers experienced spirituality and religion 
as giving them hope 
Stigma, discrimination, religion, religious beliefs and spirituality all appear to walk 
hand in hand with HIV/AIDS. Religious beliefs strongly influence the way many 
people think about HIV/AIDS, from judgment to care and concern. Religious 
beliefs can significantly shape individuals’ outlooks by giving them a sense of 
peace and hope, while assisting to prepare for, and accept death. People living 
with HIV often turn to religion to make sense of, and come to terms with being 
infected, by reaching out to God or a higher being by means of prayer, meditation, 
faith, and other forms of religious participation (Zou, Yamanaka, John, Watt, 
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Ostemann & Thielman, 2009:2).  
Being diagnosed with HIV apparently often ‘strengthens people’s faith’ and an 
increase in spirituality or religiousness is linked with slower disease progression 
(Zou et al., 2009:2). This statement is borne out by an earlier study (Yi, Mrus, 
Wade … Tsevat, 2006:S21), which indicate that traits such as poor spiritual 
wellbeing have been linked to an increased risk of depression and other mood 
disorders in patients with HIV and other chronic illnesses. Undoubtedly, religion as 
being beneficial to health is not a new concept, which includes physical and 
psychological health. Many people use religion as a coping mechanism (discussed 
in Chapter 3, healthcare professional’s sub-theme 3.4). Therefore to reason that 
spiritual wellbeing can be linked to improved coping in parents/caregivers of the 
children in this study is in keeping with such findings (Maltby, Lewis, Freeman, 
Day, Cruise & Breslin, 2010:749). One of the participants in this study, while 
acknowledging faith in God and her ability to cope because of this, alludes to the 
effects of stigma and discrimination, which can lead to feelings of isolation. 
Although sad, she indicates that she will overcome this by praying:  
‘Eh to my inside, my heart, I’ve gotten that feeling to carrying that big things, and 
I’ve been praying to my God to say to my God, oh please my Father help me 
because I wanted to help him (her grandson). It’s only person that’s nearby him, 
because none of one (none of her family) it’s want to be nearby him [points to her 
grandson] it’s only me and my God’  
Many people who are HIV-positive indicate that prayer provides relief from the 
overwhelming emotions that they feel. They also report an increase in their religious 
life after their diagnosis, because they tend to feel more ‘down and sad’, and require 
prayer to lift them up again, which it apparently does. Others attest to feelings of 
intense anger following diagnosis, which could be alleviated by the power of prayer 
(Dorland, 2004:1). In the following quotation, a participant confirms this assertion as 
she laments the presence of HIV in her own and in her child’s life:  
‘I don't know I just pray God it [HIV] can go away, but I know for sure it's not going 
to go away’  
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In keeping with the premise of religious coping as an important factor in health 
outcomes, physically and psychologically, it appeared true in this research study. 
Many participants confirmed that their faith has assisted them to cope with the 
torment that they have experienced owing to HIV/AIDS entering their lives 
(Cummings & Pargament, 2010:28). Participants in this study reveal their 
confidence in the power of prayer to assist them and help them: 
‘With God's help; I really had stressed, I asked the sisters at church to pray with 
me, the people from the church, the prayers, the prayer, and no, I must pray, 
God’s help me on the path’  
‘I managed to cope that (participant sighs deeply) because I I am going to church; 
when you have to heal something inside you you must go to church you heal you 
that, talk to the God the God will save you, what you gonna do tomorrow the God 
will explained to you, whatever it takes He gonna explained to you, that's why my 
life, my life is to God now, I believe today yah’  
Some people are specific about their prayers regarding HIV and their health. They 
pray about the antiretroviral drugs, research, vaccines, viral loads and cures. 
There are those who pray over their medicines each time before they take them, 
so that God can be called upon to assist with the action of the medicines and 
effect a suitable outcome (Dorland, 2004:3). Participants in this study also pray 
before giving medication, in order to receive healing from God for their child:  
‘And take the medicine, it can give a sick the person, the treatment, you may have 
to pray because before your hand is something to him (She was trying to say that 
the medicine given makes this child sick). Watch them, give them food, take the 
Vaseline and rub them and then the child he may cry, take the clean lappie and 
wash the face because it comes out - do you see? I may say it’s come from God’  
‘There is one thing I would like to say, it's that (names clinic) and the pills, and with 
God's help my grandchild never got sick again, he's never gotten sick again, he is 
now 11 years old he was four years old when he went on the treatment’  
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Of course people can move to the other extreme and translate prayer and faith as 
being the equivalent of medication, and therefore refuse medication and medical 
assistance. ‘A common charge against religion has been that it prevents 
individuals from actively coping with their stressors because they wait for 
supernatural intervention that may never materialise’ (Cummings & Pargament, 
2010:34). In the study by Zou et al., (2009:4), the authors state that many of those 
who join pentecostal churches, in which there is an ardent belief in the power of 
prayer for total healing, come from low socioeconomic backgrounds, with an 
associated lack of education. The researcher noticed that one of the participants 
she interviewed, a zealous churchgoer, had a similar belief in medical treatment: 
‘If he gets sick I don't rush immediately to the clinic every time; I pray for him, I ask 
God to help me to make him well, healthy, because if I don't ask God to help me 
then he won’t get better, I must ask to God and then he gets better’  
There is no doubt as to the growing importance of religious influences in relation 
to the individual and social consequences of HIV/ AIDS (Dilger, Burchardt & Van 
Dijk, 2010:373), and that the concept of spirituality is an important coping strategy 
in its own right (Rowe & Allen, 2004:1). This is particularly true for those infected 
and affected by HIV as they attempt to understand the epidemic amid their grief 
and loss, and attempt to contextualise this within their understanding of human 
experience (Dilger et al., 2010:373). Churches could work harder to assist in 
halting stigma and discrimination that brings shame on those who are HIV-positive 
(Dilger et al., 2010:374). The presence and nature of stigma could also affect the 
will to reach out and seek support from church groups, even though the person 
usually attended church:  
‘Oooohhhhoohh!! I did cry the whole Sunday; and I didn't even went to church! I 
just thought to myself Ag! It doesn't help if I go to church, they don’t help me and 
my grandchild (because she is positive)’  
And yet others are convinced of God’s care and support, which assists them:  
‘Without God I can’t do nothing Ja, just to give God, my Father, He can take it and 
then He can solve by Himself’  
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As people living with, or affected by HIV move through their day-to-day lives, it 
would be wonderful to see them achieving a meaningful existence despite their 
circumstances. Healthcare professionals need to incorporate the spirituality of the 
person into support structures in order to assist those living with HIV to find 
meaning and acceptance in the midst of their suffering (Puchalski, 2001:352). As 
spiritual persons, human beings are not just reacting organisms, but autonomous 
beings, capable of actively shaping their lives, but they need support to achieve 
this, particularly in view of the levels of responsibility with which many of those 
infected with or affected by HIV are burdened (Puchalski, 2001:354). 
Sub-theme 1.5  Mothers experienced distress and guilt as a result of 
passing the virus onto their children 
According to Soanes & Stevenson (2008:634), guilt means ‘a feeling of having 
done wrong or failed in an obligation’. Many women in this study appeared to 
struggle with the reality that their child has HIV/AIDS, which would indicate a 
feeling of guilt and self-reproach at having infected the child (Van Dyk, 2008:268). 
It seems as though their own suffering is incidental to that of their child, judging 
from the tearful faces during the interviews. As stated previously, the participants 
all chose to speak English, but appeared to struggle to express themselves lucidly. 
However, the researcher is of the opinion that exploring emotions and feelings is 
not easy for most people and could be a factor in their narratives. In the following 
quotations mothers share their feelings about their children’s HIV-positive status, 
which indicate their distress and guilt: 
‘Yah, Ah because on the first time they said to me this child will will start the drugs 
I was feel, it was painful, and then after they counselled me, I tried to console 
myself, that, but he is HIV, there's nothing nothing to be, that I can do now, then 
after he got the drugs (stops talking, tearful)’  
‘It is painful to see my child that there is no improvement, what I wanted I I want I I 
want to see a change. Now that there is no improvement I almost feel like okay, I 
want to see him like the other kids, not as sick as he is, I wish he could be well’  
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Distress is described by Soanes and Stevenson (2008:416) as ‘extreme anxiety, 
sorrow or pain’ that is shown by many of the mothers in Group 2. HIV/AIDS 
patients, and their families, experience distress because of the loss that they have 
already experienced, or that they expect to experience, in the form of unfulfilled 
dreams and plans, and from the nearness of an inevitable end (Fabianova, 
2012:3). This was mentioned above by the mother who is experiencing the loss of 
health in her son, and has a combination of distress and guilt to which she adds 
bargaining by ‘wishing’ he were well, in a way wishing this were not happening, 
already working through the grief cycle mentioned earlier. 
The feelings of guilt experienced by HIV-positive people occur from the possibility of 
infecting others, or from a previous way of life that may have led to the infection. All of 
these feelings often lead to the sense of worthlessness experienced by those with 
HIV, which is worsened by feelings of guilt at causing sadness in their loved ones and 
families, especially children (Van Dyk, 2008:268). The following quotes highlight the 
feelings of sadness experienced by participants at causing pain for others:  
‘But it was difficult to tell them (family) because my younger sister had passed 
away from HIV, and my elder sister has passed away from HIV, and my elder 
sister's daughter also passed away and my youngest brother also passed away, 
so I just thought it was going to be so difficult for my parents’  
‘That's why I'm blaming myself because maybe if I stop the relationship at that 
time when I was pregnant I wouldn't have been, he (her son) wouldn't have been 
HIV-positive,’  
Feelings of guilt might be based on real or imaginary reasons and will be rational 
or, in some cases, irrational, and based on the person blaming him- or herself. 
Strong unresolved feelings require positive interventions and counselling by 
healthcare professionals to assist the person to overcome these emotions 
(Theuninck, Lake & Gibson, 2009:488‒489). The following quotation shows how a 
parent struggles to come to terms with the diagnosis of HIV/AIDS in her child, 
highlighting feelings of guilt that are bordering on irrational, and causing her 
considerable pain: 
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‘I don't know I just cry, I just cry and ask God for forgiveness because I knew 
before, I knew before I gave birth, before I got pregnant that I was positive so I I 
keep on asking myself, why did I fall pregnant? It's my mistake and all that stuff, 
and if my child can die now it is on me because I knew, and HIV children they died 
the certain age/standard age all that stuff (stops talking, crying)’  
And a mother describes how she has to cope, despite her feelings of guilt and 
sadness, after hearing that her daughter is HIV-positive because of vertical 
transmission:  
‘I'm have to manage, I have to manage, I have to, I have to just take my 
medication so that I can keep going, keep going for her sake because if I don't 
take my treatment then I won’t be able to look after her, who is going to look after 
her if I don't take my treatment? I have to go on with my treatment so that I can 
look after her’  
People living with HIV/AIDS, who have to cope with their complicated destiny, 
have so much to deal with. Psychoimmunological studies of HIV have documented 
accelerated disease progression in individuals suffering from a heterogeneity of 
stressors and psychological symptoms, such as those mentioned in the preceding 
paragraphs (Olley, 2003:74). ‘As the number of infected women increases, and 
with no cure immediately in sight, understanding how women adapt 
psychologically and socially to this disease has acquired a new urgency’ (Olley, 
2003:74). According to Chipimo, Tuba & Fylkesnes (2011:1), several studies that 
examine the relationship between HIV and psychological variables have 
demonstrated that patients who are well adjusted to their HIV-positive status tend 
to have lower levels of mental distress and express hope. The opposite was 
shown to be true: the more adverse the social circumstances, the worse the 
symptoms of mental distress, which then exacerbated symptoms and illness levels 
of HIV. This is evident by the following experiences expressed by the participants: 
‘I was so sad with the result, I couldn’t take it that my child was HIV-positive, I was 
getting sick at that time because of, I couldn't take it’ 
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‘No I wasn't ill at the time (pregnancy), I wasn't ill, it's just after him got sick I also 
got this stressed out; and the stress, I stress from his illness and I even got 
shingles from all the stress’  
 ‘Yah most of the time I'm blaming myself for for for him being sick’  
Studies have also shown that HIV-positive women with large social-support 
networks are less prone to mental distress and have a better quality of life. Their 
viral loading was also significantly lower than the control group of women with 
inadequate social support networks (Olley, 2003:75; Chipimo et al., 2011:2). 
Therefore comprehensive treatment, care and support for women, and, by 
implication, their HIV-positive children, are essential to assist in slowing the 
progression of the disease from HIV to AIDS (Olley, 2003:75). Healthcare providers 
should focus on minimising and relieving psychological distress in women by 
emphasising the promotion and protection of mental health, and fostering resilience 
to stress and adversity (Olley, 2003:76; Chipimo et al., 2011:4).  
4.4.1.1.1 Summary of parent/caregivers Theme 1 
This theme describes the emotional roller-coaster parents/caregivers experience 
as they begin their care journey with a young HIV-positive child requiring 
antiretroviral treatment. Participants in this study were not fully able to describe 
their feelings about the diagnosis of their children. The majority were too intent on 
the effects on themselves, as parents or caregivers, to focus on the repercussions 
of the disease on the child. This could be a form of denial, but is more likely to be 
a tribute to their own wretched circumstances, which appear to wholly disable 
them from having compassion for others. There were only about three mothers 
who did not focus on their own dejection and were more discouraged about the 
effect of HIV/AIDS on their child. 
Stigma and discrimination are defined, described and explored, and the effects on 
the parents/caregivers, as well as potential effects on the children. The quotations 
in this section reveal that this issue remains rampant and is still a stumbling block 
to preventing people with HIV/AIDS from attending the primary healthcare clinics 
for therapy. Linked to this sub-theme was disclosing to children that they are HIV-
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positive, which is apparently difficult for parents/caregivers to do. It is postulated 
that those with HIV/AIDS will receive support from others if they disclose, and this 
will assist them to cope more effectively with the disease process. Although coping 
is improved when support is offered, disclosure rarely results in the envisaged 
comfort, but more likely renders the HIV-positive person a pariah. Few of the 
participants were able to disclose details of their own illness, let alone speak to the 
child, owing to the negativity pervading this disease. Caregivers, despite not being 
HIV-positive themselves, also struggled. There is a dearth of information about 
how, when and what to tell children about their HIV status, and again limited 
support from the healthcare professionals to these parents/caregivers. 
Parents/caregivers, often with little hope and poor health outcomes for themselves 
and their children owing to their indigence, often turn to spirituality and religion to 
sustain themselves. Although reliance on otherworldly convictions generally 
occurs in those without emotional support from any other source, it is a positive 
approach, given that studies affirm that those who accede to a higher power have 
improved health outcomes.  
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4.4.1.2 DISCUSSION OF THEME 2 AND THE RELATED SUB-THEMES OF 
THE PARENTS/CAREGIVERS OF HIV-POSITIVE CHILDREN 
A graphical presentation of theme 2 and its sub-themes is presented in figure 4.2 
as follows: 
 
 
 
 
 
 
 
 
 
 
 
FIGURE 4.2: PARENTS/CAREGIVERS EXPRESSED A DIVERSE RANGE OF 
EXPERIENCES RELATED TO THE DIAGNOSIS OF THEIR CHILDREN 
AS HIV-POSITIVE 
 
 
 
 
 
PARENT/CAREGIVERS 
 
THEME 2 
Parents/caregivers expressed a diverse range of 
experiences related to the diagnosis of their children 
as HIV-positive 
SUB-THEME 2.2 
Caregivers had unique 
experiences related to caring for 
the HIV-positive children: 
 
Caregivers experienced: 
2.2.1  Feelings of despondency 
due to having to care for 
the children in the 
absence of their parents 
2.2.2  Caring for the children as 
a burden which challenges 
them financially and 
physically 
SUB-THEME 2.1 
Parents/caregivers experienced 
the following: 
2.1.1.  Ineffective patient flow at 
PHC clinics 
2.1.2  Lack of compassion in 
staff members 
2.1.3 Adherence counselling 
and training as beneficial 
2.1.4  Improvement in their HIV-
positive children’s health 
following commencement 
of antiretroviral therapy 
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THEME 2: PARENTS/CAREGIVERS EXPRESSED A DIVERSE RANGE OF 
EXPERIENCES RELATED TO THE DIAGNOSIS OF THEIR 
CHILDREN AS HIV-POSITIVE  
To date, children, and their families have not received the kind of care and support 
that they require to prevent and treat HIV/AIDS. Antiretroviral therapy programmes 
face numerous obstacles, particularly in sub-Saharan Africa, not least of which is a 
lack of trained healthcare professionals (Sutcliffe, Van Dijk, Bolton, Persaud & 
Moss, 2008:479). The impact of HIV is most severe at household level, particularly 
in poverty-stricken areas, leaving those families who are infected or affected, at an 
increased risk of opportunistic illnesses. These families face countless challenges 
in accessing timely, high-quality care, due to the great disparities that subsist 
between public and private health-care systems (South Africa Every Death Counts 
Writing Group, 2008:1294). 
With an estimated 260 women, babies and children dying daily in South Africa, the 
healthcare system’s capacity to provide services for HIV, complications from 
pregnancy and childbirth, new-born illness, childhood illness, and malnutrition are 
priority challenges, which includes reaching the poorest and marginalised 
populations (South Africa Every Death Counts Writing Group, 2008:1301). While 
considerable effort is directed to orphans, many other children are affected by the 
epidemic and living in dire conditions. All children, and their families, require the 
support that only the strengthening of all systems can achieve in order to ensure 
population-level advancements that will improve health, psychosocial wellbeing 
and educational development (Richter & Foster, 2005:2). This will be discussed 
further in the sub-themes that follow: 
Sub-theme 2.1.1  Parents/caregivers experienced ineffective patient flow at 
primary healthcare clinics 
For healthcare facilities or primary healthcare clinics to function efficiently, one of 
the major aspects that require improvement is patient flow. Patient flow can be 
defined as the movement of patients through the various set locations in a primary 
healthcare clinic. It is important to understand and manage patient flow at clinics in 
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order to support the clinics’ operational activities. Effective resource allocation and 
capacity planning are dependent on patient flow, because patient flow, on the 
whole, is comparable to the demand for health services, particularly at primary 
healthcare level. Patient flow implies that the patient enters the clinic and moves 
through a set of activities or services located within the clinic as the health need 
requires, and exits when complete. Monitoring the movement of patients from the 
point of entry to the exits will establish the efficacy of patient flow and indicate 
where improvements can be made in the network or system (Berger, Wilson & 
Saunders, 1982:547–548). 
The significance of the concept of patient flow is the presumption, mentioned 
previously, that enhancement and the formalisation of patient flow in clinics, with 
practical systems in place, would assist dramatically in scaling up antiretroviral 
therapy, especially for children. Despite the revision of eligibility criteria for ART 
initiation in pregnant women in April 2010, via updated guidelines, HIV is still 
responsible for approximately 40% of mortality in South African pregnant women 
and in children (Sprague, Chersich & Black, 2011:1). 
While there has been considerable research about barriers to rolling out 
antiretroviral packages in South Africa, much less has been written about the 
relationship between patients and the health system, and their reasons for opting 
out of treatment programmes. Although socio-cultural norms and economic 
realities prevent many people from accessing healthcare systems, women’s 
experiences in particular with the public health system could affect their 
consequent health-related behaviour, such as missing appointments, which will 
impact on the health of her HIV-positive child (Sprague et al., 2011:2). 
There are many parts to the problem of expanding treatment, care and support for 
HIV/AIDS in southern Africa, not least of which is the often reported shortage of 
human resources. With approximately 2.12 million persons requiring antiretroviral 
medicines throughout the region, the workload of staff has increased substantially, 
creating the need for additional human resources throughout the services. Added 
to this are the rapid turnover of staff, high staff absenteeism and unequal 
distribution of staff between clinics and areas (Hanefeld & Musheke, 2009:1479‒
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1480). This lack of human resources has the effect of increasing waiting times at 
clinics considerably, to the consternation of patients, as related by a participant in 
this research study: 
‘I'm going to say that there must be someone here that is always willing to help, 
like someone who have her own particular room that you know that if you have a 
problem you just go straight to her, not someone who is always busy doing the 
other stuff’  
The increased volume of patients has contributed to increased congestion in 
primary healthcare clinics that are providing antiretroviral services, with staff 
struggling to meet the demands of high patient volumes. Accordingly, it is 
incumbent on each clinic to understand its patient flows, because in doing so the 
facility’s operations can be improved. This would encourage planning so that 
queuing models could be utilised to expedite the patient flow through each service 
offered at the clinic, to the benefit of staff as well as patients. The alternative is 
disarray and the ensuing disgruntled patients:  
‘It's not nice because sometimes we must wait here and we get hungry, and even 
the babies food gets finished, because we didn't, we don't prepare moss for the 
whole day because we only think was going to stay maybe three or four hours at 
the clinic but we end up staying more than that’  
‘Because sometimes we end up staying here for the whole day just waiting, 
because of those long queues that are always longer’  
The waiting times at the clinic are a problem for many of the patients, particularly 
those with children, who have to cope with the children for an entire day as they 
wait for medical attention. It is imperative that a system should be structured that 
somehow alleviates these long waiting times so that dissatisfaction on the part of 
patients is averted (Wouters et al., 2008:1). A participant in this study agrees that 
the day is too long and that perhaps alternative plans could be implemented:  
‘Just maybe the medicine for the children it must be the side where the children 
are treated and all that, not with the other patients and all that, because 
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sometimes we end up staying here for the whole day just waiting, you end up 
staying here for the whole day because you're waiting for the medicine on the 
other side’  
‘Yoh! it's, I I think they must put the medicines in the room for the kids; I think they 
know they give us the dates so they know on this date we're going to see 30 kids, 
I've sometimes I come at 6:30 and then at 7:30 finished or eight o'clock (with 
professional nurse) and then I have to wait until three o'clock (for medication), the 
kids to be at the clinic 6:30 and all day till three o'clock it very long ‘  
The increase in patient numbers due to the roll-out of ART has added 
considerable strain to overloaded clinics that were struggling in an under-
resourced healthcare system even before the antiretroviral roll-out. Additionally, 
the focus of antiretroviral programmes has been on providing treatment to as 
many people as possible in order to save lives. Minimal attention has been 
directed at the efficiency of clinic operations and management, and the ensuing 
patient flow.  
This lack of planning results in longer waiting times for patients, owing to the 
resultant bottleneck in treatment, care and support that occurs when the volume of 
patients increases, but staff numbers do not. This can lead to quantity of care 
rather than quality, resulting in suboptimal care (Wanyenze, Wagner, Alamo … 
Kamya, 2010:443). A participant in this study relates her story about care of her 
child, where it is regrettably clear that even the patient seems aware of a lack of 
quality and necessary care: 
‘At first it was very hard because when I give birth they didn't take the bloods from 
the child, because I thought I thought maybe with, after, because they knew I was 
HIV-positive, so they should just check. Then after three months my child was very 
very sick and I keep on taking to the clinic, I thought maybe then they were going 
to take blood because I am HIV-positive, they didn’t and I almost lost her. When 
she was six months I came back to the clinic again, tell the child is sick and she's 
not gaining any weight, they said she had TB, she took the tablets of TB, but she 
was not getting better and at the age of nine months they took the blood test now, 
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and now they tell me she was HIV-positive, it was hard all that time’  
Another participant recounts her experiences with the long waiting times:  
‘I think today is a long wait because there is only one sister who is working, and if I 
can tell you the truth, is only one sister here who works well on this side 
(paediatrics) when she's here, even if she is alone she's doing her job quick, 
quick, quick, yah, she’s not here today’  
Parents/caregivers in this study were quite clear about the lack of care that they 
were receiving and the time it takes to receive any care at all. It appears as though 
considerable thought has gone into their comments, for instance the next 
quotation as shared with the researcher concerning unmet needs:  
‘When I come for medicine if if if, like there's nothing wrong with her they don't tell 
me okay, now you see she's doing better, she's gaining weight or she's losing 
weight, this is what you must do now; if I'm coming just for medicine like today that 
is going to give me medicine that's all, unless I say look there's something wrong 
with her, then they check her’  
If patient flow is not controlled and clinic days are haphazard, this affects staff as 
well as patients. The resultant inability to cope with chaotic, overly busy days 
could lead staff to forego quality and counselling and support for patients and 
merely write up records and hand out medication, which can have serious 
consequences for the patients, especially children. During one of the interviews 
the researcher became conscious that the grandmother, who had attended a clinic 
to collect antiretroviral medication for her five-year-old granddaughter, had not 
hitherto fetched the medication, and accordingly had received no counselling on 
the correct treatment at any stage. She was seen by the professional nurse, who 
wrote up the repeat prescription and sent her to dispensary:  
‘Tablets? [Pauses and thinks]  I see to my daughter is give and then was in the 
bottle there was no more, so it's take two at, are in a at at the at the time, or one, 
two in the morning one in the night, and the medicine like a one, I don't know 
these spoons (participant stop speaking, looks confused and angry)’ 
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In the above example, someone should have noticed that the grandmother was 
not the usual care provider for this child, according to the records, and counselling 
should have been provided. It is unlikely that this type of oversight is an isolated 
incident. Therefore there is a need for strategies that focus on maintaining the 
wellbeing of existing workers, who are indispensable in the rapidly expanding HIV 
care and treatment programmes (Kruse, Chapula, Ikeda … Reid, 2009:1).  
At all the clinics where the researcher conducted interviews it was apparent that 
waiting times are incredibly long for the patients, a factor which in many facilities 
did not appear to concern the staff at all. Regrettably this could be because in 
most clinics long clinic visits and waiting times are the norm that has been 
accepted by those giving and those requiring care (Wanyenze et al., 2010:442). A 
participant confirms that waiting for the medication for the whole day is 
unacceptable, but the researcher noticed in this case that the caregiver did not 
attend on the correct clinic day, and that the child was overdue for medication, 
placing this five-year-old at immediate risk of antiretroviral resistance: 
‘Yes just because it's finished now, I have to bring her (granddaughter) to get the 
medication but it takes long, I have taken a day off work to come here, just to fetch 
tablets, because there is no one else’  
Another parent/caregiver explains that her son became HIV-positive after she 
breastfed him, at a time that this could have been avoided if the guidelines had 
been followed. Although she breastfed, she was not given medication to prevent 
mother-to-child transmission, or offered substitute milk formula. More time needs 
to be spent with patients requiring ART, and certainly those requiring assistance to 
prevent mother-to-child transmission, in order to prevent this largely avoidable 
result:  
‘That sister told me that tested him it’s because I breastfeeded him, she told me I 
must breastfeed for six months, and then after that when when when he's finished, 
when I, then I must stop that six months then they will, are um take a test two 
weeks after that, they will just do the test, they did do that test and the sister told 
me that he is HIV-positive’  
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This same participant also had an incident where her child was given the wrong 
medication. She noticed this, thanks to the excellent counselling from the previous 
professional nurse in the antiretroviral clinic. The mother did not recognise the 
tablets that her friend had fetched for her. The child lost weight rapidly and 
became ill so the mother returned to the clinic to talk to the new staff member at 
the antiretroviral clinic:  
‘He's eating as always there is not a difference in his eating, but losing weight, so 
then the sister told me okay they are going to do some tests; and I had thought it’s 
the tablets and then I realise he given the wrong tablets, if it's stronger than the 
other ones; but it comes to me that something is not right, I did tell the sister that’  
After this interaction, the medication was changed back to the child’s original script 
and the child improved health-wise and gained weight. Certainly staff need to 
spend more time with patients to avoid mistakes that lead to a decline in a 
patient’s health, or worse. 
Improved patient flow, shorter waiting times and allowing patients to arrive at 
staggered times rather than at 6 am would benefit the patients and their children. 
Creative solutions are needed to deal with the complex problem of efficiently 
implementing, organising and managing patient flow networks or systems in 
primary healthcare clinics. This will expedite comprehensive treatment, care and 
support for parents/caregivers and their children attending primary healthcare 
clinics. 
Sub-theme 2.1.2  Parents/caregivers experienced a lack of compassion in 
staff members 
Several parents/caregivers mentioned that they had experienced a lack of care 
and compassion from the nurses that they see in the clinics. If one takes into 
account the volume of patients seen daily, the type of care that is required in terms 
of time to adequately assist patients, the clinic policies related to the frequency of 
required patient visits, which are linked to the national guidelines, and the number 
of staff members available, it is not difficult to understand the stress under which 
staff in antiretroviral departments currently work (Wanyenze et al., 2010:443). 
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Shortage of staff in antiretroviral clinics is most noticeable in sub-Saharan Africa, 
where patient-to-provider ratios are substantially lower than those recommended 
by WHO (Kruse et al., 2009:1). 
The HIV epidemic has added an enormous burden to the healthcare services in 
South Africa, particularly where services for children are involved. More than 60% 
of paediatric wards in public hospitals are occupied by children who are admitted 
with AIDS-related illnesses. These statistics equally translate to the number of 
children attending primary healthcare clinics who also require comprehensive 
treatment care and support for HIV/AIDS related conditions (Richter, Rochat, 
Hsiao & Zuma, 2012:1).  Additionally, nurse training, skills, and support are not 
always comparable with the demands of care required by patients. Nursing staff 
who are struggling to cope with the extra demands could become emotionally 
withdrawn, less compassionate and detached. This in turn could lead to a 
deterioration in nurse-patient relationships which, when working with children 
through a caregiver, could compromise the quality of childcare (Richter et al., 
2012:1). The participants had this to say about the professional nurses at the clinic 
they attend:  
‘I feel that can make me feel better is just that, um, I will just want the sister that is 
in charge to to support us, and just to see that the medication that the children are 
getting, and that the patients are getting, especially the children, that they are 
getting that they can, I just want them to make sure that it's the right treatment, 
and to support us’  
‘Yes they are not nice they are very rude, they are very rude, Yoh! I was so angry 
there, I was SO angry, they didn't talk even talk to me, they said to me, to the 
other ladies I am rude, I just sit there, I just look but I don't talk, because you didn't 
talk with me either, so I don't know what to do, so must keep quiet’  
If the relationship between the nurse and parent/caregiver is not functioning 
optimally, this often leaves the parents/caregivers feeling frustrated, helpless or 
even incapable of coping with the children’s needs, which could affect the 
children’s recovery (Richter et al., 2012:2). A participant explains her need for 
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more compassionate care and understanding from staff about her efforts to care 
for her child, and her frustration: 
‘So I just wanted to ask can’t they organise if if if the child is mother and the child 
and they are both positive and they come for treatment can’t they may be going 
one room like now I'm here my file is that side, I had to ask and beg for my dates 
to be the same it was from my side I did ask I did ask, and had to wait’  
A pleasant quite assertive young participant in the parent/caregiver group shared 
with the researcher her exasperation at the temerity of a healthcare provider who 
implied, on more than one occasion, that the child’s HIV-positive status is due to 
the parent’s ineptitude. This parent is hurt at the implications of these accusations 
and rightly so. It shows lack of knowledge on the part of the healthcare worker 
regarding statistical evidence as to the efficacy of nevirapine as a stand-alone 
therapy in prevention of mother-to-child transmission of HIV, but more than that it 
shows a lack of compassion towards the feelings of this parent/mother:  
‘One sister that I have a problem with, because she is always asking me why did 
the baby got infected, if I didn't take the nevirapine that I got, but I am telling her 
every time that I did take the nevirapine, I don't know what happened that the baby 
is positive, I can say that although she is not saying it's straight but the way she is 
asking questions it's as if she's blaming me here and there’  
In the previous theme about patient flow, the participants were relating to the 
waiting times and their frustrations at having to sit at the clinic for the whole day. 
This, as well as a system coordination problem, is a form of disrespect towards the 
patients, the healthcare provider’s customers. In addition, patients are expected to 
wait for a full hour while the entire clinic staff ‒ nurses, medical practitioners, 
pharmacists, clerks and volunteers (community healthcare workers) ‒ go to lunch 
at the same time. A participant relates:  
‘They go for lunch from one o'clock until two o'clock, so we must wait for them to 
come back, no it's not nice (client sighs) sometimes you must stay here, yah, for 
the whole day’  
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Parents/caregivers need to have a good relationship with the healthcare 
professionals so that they are able to ask for help, check treatment regimes, 
discuss problems and receive adequate and relevant information as required. 
Because nurses provide the bulk of support through routinely meeting with 
patients at the clinic, it is even more important to build on positive enabling 
relationships with chronic care patients with serious diseases such as HIV/AIDS. A 
participant describes a fulfilling, empowering relationship with a professional nurse 
who received similar accolades from other patients, simply because she was one 
of those compassionate and caring nurses: 
‘When the other sister was here I felt that I was able to talk to her, she always 
spoke with me and spoke to me very nicely so that I could understand her, she 
told me everything everything about the treatment, how the medicine works how 
must I give her (daughter) the medication; she gave me the strength to keep 
going, so I miss her a lot, a lot’  
The relationship described above is of a nature whereby the patient or caregiver 
can able to speak openly with the healthcare provider without fear of recrimination.  
It appears that in some settings this type of relationship does not occur, leading to 
parents/caregivers having to rely on others to assist them to get their message 
across to healthcare professionals, which makes optimal health for the child 
difficult for the patient to achieve:  
‘I noticed his face had changed, but I didn't think it was from the medication, and 
one of the caregivers noticed and she said I know that his face is not like this, just 
go to the sister and ask them to change the medication. So I went, and I didn't say 
I want the medication changed I I told the sister that SHE (healthcare worker) says 
they must change the medication’  
Another participant discusses the fact that her child has not had the CD4 count 
done for over a year, where it should be done six monthly. She has been worried 
for a while about this and is unsure how to deal with it, as she shares:  
‘She hasn’t had her CD4 count checked for now it's been over a year now, I have 
also wanted to ask them because they said every six months, but now it's been a 
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year so I want to ask them when are they going to take it, I do need to know’  
There are so many aspects related to delivery of antiretroviral medication which 
increase the challenges facing staff and patients, not least of which is that 
antiretrovirals are a lifelong reality, a treatment, not a cure. Therefore of equal 
complexity is the relationship between HIV-positive patients and healthcare 
professionals, a topic in which limited research has been done. There is room, in 
the research arena, for investigation into the needs, expectations and interactions 
of patients with nurses or, in the case of this research, parents/caregivers, their 
children and the nurses (Campbell et al., 2011:176).  
Certainly it appears from the comments by parents/caregivers in this sub-theme 
that there is a need to improve on the basic understanding of what patients and 
nurses perceive to be good antiretroviral treatment, care and support. Thus far, 
research related to patients and ART has focused on adherence, or individually on 
patient values and healthcare provider values, but not on improving the clinical 
experiences of patients and their families, an area vital to supporting the on-going 
response to HIV and antiretroviral treatment. It is possible that good-quality patient 
/ healthcare provider relationship would promote adherence and that a positive 
ambiance in clinics would benefit patients, their families and the staff (Campbell et 
al., 2011:181 and Wanyenze et al, 2010:433). 
Sub-theme 2.1.3   Parents/caregivers experienced adherence counselling 
and training as beneficial 
The rapid expansion of treatment, care and support for HIV/AIDS in sub-Saharan 
Africa has placed immense pressure on healthcare resources, which has had an 
impact on all healthcare professionals. A key factor to the successful treatment of 
HIV is good adherence to antiretroviral therapy, which is defined as 95% or 
greater, which requires sustained effort by the patient or parent/caregiver in the 
case of children to ensure that the medication is taken as prescribed (Long, 
Brennan, Fox … Rosen, 2011:2).  
ART programmes for children face numerous obstacles, which include lack of 
trained physicians and other healthcare workers to deal with children-specific 
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therapy-related problems (Sutcliffe et al., 2008:477). Added to this, adherence in 
children is dependent on parents/caregivers who are required to dispense the 
medication. This is complicated because the caregiver is a parent, who is 
therefore also HIV-infected, or a caregiver, often older and unable to fully grasp 
the comprehensive concept of the care the child requires. Statistical evidence 
indicates that one third of all HIV-infected persons are depressed, a factor proven 
to reduce adherence in both parent and child. Caregiver psychosocial stress has 
also been associated with poor adherence in children and should be a concern to 
all healthcare professionals (Jaspan, Mueller, Myer, Bekker & Orrell, 2011:595). 
Many of the participants in this research attested to the perfect counselling that 
they have received. In the case of the caregiver below, the child in question was 
only three months old when she came to stay with her aunt (the caregiver) and 
critically ill, hence the concern shown by the participant: 
‘When they give the treatment ne (for the baby) then they counselled me, because 
if if now I feel different now, because I I even I didn't even sleep at night when I 
think about it I didn't sleep at night (she was worried about the medication) but 
when they tell me uh uh sissie don't worry this medicine is going to be great for 
this child, eh ne and then I I I did started the treatment (for the baby) and I see 
myself that okay the nurses was right and then I am fine now (with giving her the 
antiretrovirals) it was painful’  
A few of the parents/caregivers told the researcher that they have learned 
‘everything’ about HIV and antiretroviral therapy: 
‘That this lovely lady is sitting down to teach me properly, and then I said to her 
mama, I’m getting everything, all my things now in my heart so now if I’m wrong 
please tell me I’m wrong’  
‘Yah like uh they say to me I must look after him (regarding antiretroviral 
medication) and then they take me to the counsellor and then they counselled me, 
and then I know better’  
Healthcare professionals need to try to establish the caregivers’ knowledge of the 
antiretroviral medication and their attitudes towards it. It is not enough to tell the 
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caregiver when to give the tablets, as appears to happen, because 
parents/caregivers recite the time like a litany, which could result in the following 
scenario: 
‘Ja I have had counselling, I come to the counselling and they teach me, and I 
know then I must give the whole, one large one and then I give it to her and then I 
give her some water, after that she got fluid on her liver [please note this is the 
grandmother’s description]  fluid from all the pills; then I went to Dora and then 
they admitted her; then the doctor said for me I must please try to see if I can get 
some milk or some juice so that the pills can get off her liver, because the pills are 
sitting on her liver’  
This grandmother thinks she knows all about the antiretroviral therapy, as is 
evidenced by the following section from the same interview, yet the child had to be 
admitted to hospital owing to liver dysfunction, possibly liver steatosis due to lactic 
acidosis. Clearly she has no idea as to what was wrong with her granddaughter 
and how serious the illness was. She maintains that she is giving the medication 
as explained in counselling, which, given her lack of knowledge evidenced 
previously above, in the researcher’s opinion, is debatable:  
‘Jaaa, you know that I used to come here with my daughter, and I know if you take 
it at six o'clock it must stay at six o'clock, if you take it in the morning 10 o'clock it 
must stay 10 o'clock, you mustn't take it later than that, I don't go anywhere 
without her drugs’  
All parents/caregivers are well versed in the time constraints of taking antiretroviral 
therapy, and are aware of the importance of abiding by these times. What is of 
concern is that this might not, in all circumstances, relate to adequate adherence, 
despite the affirmation by caregivers in all interviews that they are giving the 
medication as prescribed, and receiving excellent counselling. The following 
participant was explaining that her son has not had any side effects from the 
medication, yet she describes lactic acidosis, a life-threatening side effect:  
‘No I didn't know, there were never side effects, ah he was on stavudine then he 
had something like, a sore stomach, so sister checked his blood, and it was high, 
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then they changed the stavudine and after that he was fine’  
Despite adherence training or counselling there is still the possibility that 
caregivers may intend to give medication, for instance ‘in the next few minutes’, 
and then ‘forget’, which could be due to psychological processes such as 
avoidance or denial, perhaps because of feeling overwhelmed by the whole 
process. This does not mean that the caregiver is purposely withholding 
medication; it could be an indication of the struggle within them to administer the 
medication, owing to what HIV/AIDS signifies for each of them. Such lapses could 
also be because of their own health problems, for instance dementia in older 
caregivers. As evidence of the age-related problems, one of the caregivers tried to 
explain to the researcher how she gives the medication, which showed that she 
was quite confused about the contents of the various packets:  
‘I give this one in the morning [she puts a packet in front of the interviewer], I take 
this one to give the child in the morning, and in the evening [shows another 
packet], I take three in the morning and two in the evening, here I took the half in 
the morning then at night I give the full one [shows the first packet again]’  
Many parents/caregivers simply give into the child’s reluctance to take the 
medication because of the taste, and strive to avoid stressful 
parent/caregiver/child conflict situations (Marhefka, Koenig, Allison … Abrams, 
2008:643‒644). Parents/caregivers in this study indicate the difficulties and 
trauma involved in giving a young child medication, and one wonders whether 
every dose is given; certainly most appear not to be taken:  
‘Mmmm when I give the medicine ne she tries to push herself to vomit the 
medicine, sometimes she vomiting, all the time when I am giving the medicine she 
vomiting, she vomiting’  
‘Because otherwise she spits it out, so I must always make sure that I have 
something sweet in the house so that I can put the tablet into that to make sure 
that she takes it’  
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Certainly parents/caregivers must take responsibility for ensuring optimal 
adherence in children, but there are pitfalls to achieving this goal, which no 
amount of adherence training will change. It is clear that knowledge related to the 
medication is influential, particularly that acquired in the initial counselling 
sessions, and that the caregiver’s attitude and understanding of the treatment has 
an equally significant impact on medication success (Muller, Bode, Myer, Stahl, & 
von Steinbuchel, 2011:137). The following participant did not appear to have any 
idea about what the medication does, why the child is using it and for how long 
she needs to stay on therapy. Although she had stated earlier in the interview that 
she is fine with the medication, she showed little insight into the ramifications of 
her child having to take antiretroviral therapy:  
‘I don't know for how long she is going to take the tablets, I don’t know’  
Healthcare professionals need to be aware of the difficulties that could be 
encountered by parents/caregivers regarding adherence of their children to 
antiretroviral medication. These include organisational skills to ensure medication 
is given as prescribed, age-appropriate negotiation skills, and an understanding of 
how to work with paediatric medications. A parent/caregiver talks about the 
difficulties of getting her child to take the medication: 
‘Uh uh I the counsellors told me the first time to give the medicine and then they 
said to me I I must have I must buy a peanut butter when I give the medicine and 
then I and then I I give the baby the peanut butter and then I I'm doing the 
medicine still, but it doesn’t work that much she still spits out the kaletra’  
A caregiver who is looking after her grandchild attests to not knowing about the 
medication, although the child has been on medication for years. She does not 
seem to be aware of what the child is taking or of the importance of this 
medication:  
‘No this is the first time that I am coming here, I am not sure (about this 
medication)’  
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Many clinics use counsellors, who are community healthcare workers and are not 
trained staff, to explain to clients about adherence to antiretroviral medication. This 
in itself should not be a problem, provided that the clients are receiving accurate 
information. However, the researcher heard the following comments from 
participants:  
‘They [the counsellors] tell me I must look after him because he must not sick 
because of the antiretrovirals, because if I can’t give the treatment properly he he 
will be sick’  
‘Ja, if he doesn't get the pills then he will become ill, and I try my best to give it to 
him on time, otherwise he can become thin or tired and sleep a lot, that's what 
they told me’  
‘They [the counsellors] said that she must get her treatment regularly so that she 
can live as long as possible’  
The participants in this study, as in many others no doubt, are sure that they 
understand the complexities of giving antiretroviral medication to children. Those 
counselling them obviously think that the best approach is to ensure fear of the 
repercussions of not giving the medication accurately. As the researcher has 
pointed out, there are many important parameters in administering scheduled 
chronic medications regularly. These need to be taken into account when teaching 
caregivers/parents how to ensure optimal adherence to lifelong medication, 
particularly those that require more than 95% adherence levels to be effective 
(Phelps et al., 2010:3‒4) 
Sub-theme 2.1.4 Parents/caregivers experienced improvement in their 
HIV-positive children’s health following commencement 
of antiretroviral therapy 
Parents and caregivers reflected favourably on the effects of the antiretroviral 
medication on the children in their care, with most declaring that the child’s health 
improved dramatically following initiation of treatment: 
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‘Yes yah it is much better because she was nearly dead, it's very good for me to 
see that she is so much better, she’s got no problems with the treatment  
‘JA the doctor explained very nicely to me the doctor said to me that I'm looking 
after her very nicely and we must just take blood again, the doctor asks for blood 
tests every three months’  
‘I brought him to the clinic he was only four years old, and he is now 11 years old 
and he's not been sick since then from that time on’  
 ART can significantly reduce the morbidity and mortality of adults and children 
living with HIV, provided that adherence levels are optimal, as has been 
mentioned previously (Barnighausen, Chaiyachati, Chimbindi, Peoples, Haberer & 
Newell, 2011:942). Bearing in mind that as the epicentre of the HIV pandemic, 
sub-Saharan Africa has an estimated 2 million children under the age of 15 
infected with HIV, it is essential that access to effective ART should be increased, 
maintained and improved. To ensure that this occurs, the numerous obstacles 
facing antiretroviral programmes in resource-limited areas need to be managed, 
particularly for children.  
These include early diagnosis of HIV, paediatric formulations, sufficient healthcare 
professionals who are trained and confident with children and user-friendly, 
workable policies and protocols per facility that are implemented acceptably. 
Despite the greater difficulties regarding care and treatment in sub-Saharan Africa 
than in developed countries, early treatment outcome results are not radically 
divergent regarding treatment responses among HIV-infected children in both 
groupings. This is, however, with the proviso that the children are young enough 
to fully benefit from treatment and are not clinically ill at the time of treatment 
(Sutcliffe et al., 2008:485). The following quotations from participants indicate the 
efficacy of early initiation of treatment: 
‘Whoooa! I was crying, I was crying all the night I think hey! What if the baby is 
dying? I think oh I was crying a lot but now I see the baby she's fine, and if you 
see her now you don't say she is positive’  
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‘Yah she is well, she doesn't get sick, she's just fine, she's like any other baby, it's 
only those colds and the fevers here and there, she is just fine’  
‘No he is okay, but on the first day he is saying to me that he did not feel right, that 
he is weak, on the first day that he was started just, but then now it stopped, he is 
feeling much better’  
Children who enter treatment programmes at older ages (over five years) that are 
identified as being clinically in need of treatment due to advanced immune-
suppression tend to have CD4 T-cell percentages of less that 10%. They therefore 
start treatment at more advanced stages of the disease, which puts them at 
increased risk of treatment failure. Such scenarios support evidence that 
recommends early diagnosis and treatment of HIV-infected children. It would 
alleviate much sorrow for families who are hopeful of recovery, but are denied this, 
owing to starting treatment too late (Sutcliffe et al., 2008:485). What adds to this 
burden for such families, and particularly the primary caregiver, is that healthcare 
professionals think that they are unable to follow medication/adherence advice 
correctly, forcing them to protest their care and concern:  
‘He has only been ill this week, not very ill, only this week, there is not a problem, 
he is not upset, just painful stomach and when he goes to the toilet there are 
some drops of blood and he also coughs a lot, yes’  
The researcher indicates to this grandmother that the child (six or seven years old) 
is severely ill, emaciated, has audible wheezing, dyspnoea, alare flare, his tongue, 
swollen, covered in thrush and ulcers, is protruding from his mouth, too enlarged 
to fit inside; around his mouth he is bluish; and all of this is noted on observation 
only; he needed to be admitted to hospital. The grandmother quietly answers:  
‘Yah but I did give him the medication, and I'm the one who is giving him properly, 
even I don't know what's wrong if that's the case; there is no wrong pattern as 
from my side, I am treating him properly, I am healing him properly’  
Consistently high levels of adherence are crucial for consistent viral suppression, 
prevention of resistance and disease progression in patients taking antiretroviral 
233 
CHAPTER FOUR:  DISCUSSION OF RESULTS AND LITERATURE CONTROL PARENTS/CAREGIVERS 
 
medication (as stated earlier). Maintenance of adherence appears to represent a 
significant challenge for children receiving treatment and for their 
parents/caregivers. It is imperative that healthcare professionals ascertain, per 
patient, the barriers and facilitators related to adherence, which, given the current 
healthcare resource constraints, is patently impractical (Dolezal, Mellins, Brackis-
Cott & Abrams, 2003:356). 
In a study by Bracher, Valerius, Rosenfeldt … Obel (2007:803) ART in children 
has been proven to reduce HIV-related mortality and morbidity, although an 
undetectable viral load is achieved only in approximately 50‒60% of children, 
owing to lack of adherence. Despite this, most children still show an increase in 
CD4 count, together with partial or incomplete viral suppression, which results in a 
reduction in the progression of HIV to AIDS and death. Certainly using viral load 
as a marker of compliance accurately reveals adherence in children taking 
antiretroviral medication. A participant, who is well informed, comments on her 
child’s viral load: 
‘As I have said in the beginning it was not feeling right for me but now I'm getting 
better and better because the last blood tests done they couldn't find the virus in 
her blood, so it was under the limit, so the medication is working’  
Considering that the goal of providing antiretroviral medication to children is to 
increase survival and to reduce HIV-related morbidity and mortality, the researcher 
is of the opinion that it is essential to build on the positive aspects related by 
parents and caregivers about the effects of antiretroviral therapy, and to learn from 
the occasions, as related in the story of one of the previous participants, where 
interventions with therapy were less than adequate (Michaels et al., 2006:63). In 
the words of one of the participants, who is pleased with her grandson’s recovery:  
‘I am so happy with the pills, I am so happy with the clinic that I come to because 
he was four years old and has never had to go back into hospital or to the clinic; I 
only have to come back on his date for his pills no complaints’  
HIV disease in children can be a chronic, manageable condition, provided the 
child has suitable access to ART with concurrent comprehensive treatment, care 
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and support. To adequately meet the needs of children living with HIV, treatment 
must be demystified to assist healthcare professionals to effectively meet their 
needs, plus those of the caregivers. Also recommended is the ability of healthcare 
professionals to adapt the recommended components of care, outlined in 
paediatric treatment guidelines, to the current limitations imposed by resource 
constraints, which are evident in most clinics. Minor adjustments to patient flow, 
space, and equipment, plus task-shifting can result in expanded treatment 
capacity and better patient outcomes. With a positive attitude towards meeting the 
acknowledged challenges in paediatric HIV treatment, the healthcare 
professionals could expand treatment capacity and assist infants and young 
children to start therapy at an age where they will benefit the most (Michaels et al., 
2006:65). 
Sub-theme 2.2 Caregivers had unique experiences related to caring for 
the HIV-positive children 
The researcher recognised, as the interviews progressed, that although the 
caregivers had similar experiences to the parents in caring for the children, they 
had some unique experiences. These were considered to be related to the 
fundamental difference in this grouping: that the caregivers, mostly grandmothers, 
had not given birth to these children. According to Soanes and Stevenson 
(2008:1578) the term ‘unique’ indicates something that is unlike anything else, 
special or unusual. In this research study, the following descriptions of the 
distinctions in the caregivers’ experiences, and commitment to the children in their 
care, will be discussed in the following sub-themes. 
Sub-theme 2.2.1 Caregivers experienced feelings of despondency due to 
having to care for the children in the absence of their 
parents 
 The word ‘despondent’ means to become dejected (sad or dispirited), and ‘in low 
spirits due to loss of hope or courage’ (Soanes & Stevenson, 2008:378, 389). The 
grandmothers as caregivers in this study all indicated numerous problems related 
to caring for their grandchildren, which is the distinction the researcher noticed 
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between them and the parents who were caring for their own children. The 
children being cared for by the grandmothers had extensive health problems, 
obvious malnutrition: two of the grandsons were morose and appeared depressed, 
and one was critically ill. The researcher considered these dynamics worthy of 
further exploration. 
 According to Fouad (2006:1), older people in nearly all African societies are a 
vulnerable group because they live predominantly in poverty, with the resultant 
problems of malnutrition, and susceptibility to chronic diseases. In addition, many 
grandparents, instead of receiving the support in their old age to which they 
should be entitled, have to take on the role of caring for others, largely because of 
the HIV/AIDS pandemic. This is indisputably an entire, and largely under- 
researched, paradigm shift, that of the effects of caring for grandchildren on 
grandparents who have voluntarily, or involuntarily, taken on this onerous task 
(Dunne & Kettler, 2007:344). Grandmothers, who nursed their own daughters until 
they died of HIV/AIDS, relate:  
‘It’s sometimes I can see, oh and I know him mama what she was looking like, 
see? So I take there I put here I take everything to make him right [mimics 
sponging the body], JA’ 
‘I was very very sad doctor, that was now very sad, she was young, she was 25, 
she died very quickly’  
All grandparents who are left to raise their grandchildren are faced with 
challenges. In South Africa the greatest of these is dealing with the effects of 
HIV/AIDS, and related problems, many of which were discussed in previous sub-
themes. One such difficulty, which is underestimated in the researcher’s opinion, 
and which will cause considerable complications to caring for the children, is 
neurological disorders in HIV-positive children. Three of the grandmothers 
described behaviour related to neurological deficits during their interviews, even 
though they were unaware that such behaviour is linked to HIV. 
The manifestations of neurological complications in HIV-positive children are 
based on a triad of conditions related to acquired microcephaly, 
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neurodevelopmental delay and progressive motor dysfunction, which result from 
direct neuronal dysfunction, cytokine-mediated effects of the virus and immune 
dysregulation. These are particularly noticeable in older children who start ART 
later, but young children who are poorly adherent to medication may manifest with 
symptoms related to direct retroviral neuronal damage (Donald, Walker, Riordan, 
Govendar & Wilmshurst, 2012:2). One of the grandmothers reports about her five-
year-old granddaughter’s painful feet, a sign of peripheral neuropathy, which 
presents with weakness or loss of motor milestones, paraesthesiae and pain. ART 
could even compound the symptoms, which apparently have not been dealt with 
at clinic level: 
‘I don’t sleep; she is hyperactive, and I have to carry her because her legs are 
sore and then they are too painful, and then its sore here and here [points to the 
lower legs and feet]  and then I must carry her as far as I can, she just falls over’  
The grandmother in the above quotation describes hyperactivity in her 
granddaughter, which is similarly related to HIV. HIV is considered responsible for 
multiple central nervous system conditions/disorders such as HIV-related 
compromise in cognitive functioning, developmental delays, movement disorders, 
seizures, spasticity, attention deficit hyperactivity disorder, and 
psychiatric/behavioural disorders. Of course, environmental and socio-economic 
deficits, such as poverty, could additionally influence the manifestation of any of 
these neurological complications (Donald et al., 2012:3).  
These are among the pertinent factors that place grandmothers at risk of 
increased psychological distress, which could lead to them feeling despondent. 
HIV-positive children have special needs, such as clinic appointments, medication 
and nutritional requirements. In addition, there is the potential for mental health 
issues, and physical disabilities, which can increase the demands of the parenting 
role considerably. This could lead to depression in the grandmother and interfere 
with her capacity to take care of the child adequately. The following anecdote from 
a grandmother affirms her level of despair:  
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‘I am very stressed because I live in difficult circumstances with this child, she is 
sick and has to come to the clinic, I also have to cook for her, it is always 
necessary to have something for her to eat because each time she takes the 
medication she must eat well; Oooohhh!! I am sick sick sick sick sick sick sick sick’  
Another grandparent attests to her sadness at the difficulties in her life: 
‘No my friend, yes I’ve been to talk with the social worker nearby the provincial 
clinic and then is the time I get my life back to me; oh ja, I’m still taking the 
treatment for the nerves there by the sisters’  
These grandmothers are struggling with the enormity of caring for their 
grandchildren and appear to be feeling depressed, which corresponds with results 
of research studies showing that custodial grandmothers are likely to have 
significant levels of depressive symptomology (Kelley, Whitley & Campos, 
2010:380). As well as the feelings that are caused by having to look after a child, 
there are the problems the grandmother experiences because of her own child’s 
actions. This could lead to additional feelings of loss, anger and guilt, perhaps 
even to the thought that she has failed as a parent, which will further contribute to 
psychological distress.  
There could also be anger at their child for leaving them with the grandchild 
(Kelley et al., 2010:381). This is particularly relevant since the children in their 
care, no matter what the circumstances of the parents’ absence, are bereaved, 
which inevitably results in behavioural problems with which the grandparent must 
cope. Many grandparents are not equipped to deal with discipline issues and the 
emotional support of children at this stage of their lives (Gasa, 2012:205). A 
grandmother shares how she deals with confrontations with her grandson aged 
twelve: 
‘I have become worried in my heart because before, I bought something for him so 
that he couldn't complain; the only thing is I don’t really want to talk now because I 
feels bad, that that's how I feels, this thing is for me if I can get money to buy him 
whatever he wants, and I really I, to buy, I will be so relieved because the only 
problem that I am facing that makes me like feel like I am worried, if him, when he 
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asks for something, and I don't have and I can’t deliver’  
Grandmothers who are taking care of their grandchildren need sufficient energy to 
enable them to fulfil the role adequately, which, given their own health and 
emotional needs, makes it difficult for them to provide adequate care to the 
children. They are also expected to navigate various systems such as health, 
social and educational to ensure that the children’s full spectrum of care is 
encompassed. This is even more stressful and problematic for the grandmothers 
because many of them are illiterate (Gasa, 2012:207). In this research study, two 
of the grandmothers could not write their own names, yet they are expected to 
traverse the complicated bureaucratic systems to obtain funds, enrol children in 
schools, apply for study bursaries and make sure the children receive their 
medication on time. Some of the grandmothers sounded saddened and 
bewildered by the burden of care: 
‘Sometimes I feel a bit tired because of looking after him all the time, so 
sometimes I sits and I think and I wonder why my daughter had to die, and now I 
have to look after him, but then it think again and feel again I must do that, I must 
look after him’  
And another grandparent defines the weariness of having the grandchild with her 
all the time: 
‘So now she is always with me all the time, it feels very heavy on my heart, I keep 
praying to God (stops talking and cries)’  
A grandparent recounts a child’s activity levels: 
‘She has become a lot more active since she's been on the drugs, mmm yah she 
is active very very active’   
Research studies have shown that caregiving grandparents report stress and 
depression levels in the clinical categories of moderate, severe and extremely 
severe, indicating overall added stress with resultant depression owing to the 
responsibilities which occur with reparenting. Moreover, a link was noted between 
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the grandparent’s stress and depression levels and the grandchild’s social, 
emotional and behavioural difficulties, which could deplete the grandparent’s 
ability to cope adequately (Dunne & Kettler, 2007:339). A grandmother, who 
throughout the interview appeared despondent and weary, talks sadly about her 
grandson’s poor physical condition, he is clearly suffering: 
‘Yah because he's got some, he’s not right, there was a time when we saw him 
and he was right but most of the time he is not right, that is what makes me feel 
like not happy, because he's ill now’  
A grandmother relates her experiences of counselling about medication, during 
which her stress is evident: 
‘Some things I understand, some things I don’t understand; they tell me that the 
pills, the pills is, it's very, the pills must be given correctly, it will keep him healthy, 
but am must give the pills on time otherwise he will go backwards, back to being 
ill, and I do it as they told me’  
This same grandmother explains how she understands his illness, showing 
remarkably little insight although he has been on treatment for six years while 
wholly in her care: 
‘God made him sick, not me, it was not me that made him sick, it was probably his 
mother that gave him this illness, but I don't know how he got sick, I I must love 
him that's all I must love him’  
All grandparents love their grandchildren, as evidenced by the researcher 
throughout the interviews. But assuming custody of a grandchild is ‘out-of-sync 
with developmental life tasks’, and yet this is happening with growing regularity in 
South Africa, and is leading to increasing mental health problems for this 
vulnerable older generation (Neely-Barnes, Graff & Washington, 2010:87). It was 
suggested in the study cited above that custodial grandmothers should be 
screened for depression, particularly those with pre-existing chronic health 
conditions, which would appear to fit all the participants in this research study. 
Participants in this study attested to feeling tired, and showed diminished interest 
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in activities outside the home, which are known signs of depression: 
‘I am 63 years, that's because I am born 1948; it is hard but ke eh eh at home, I 
am working full-time, I haven't got a chance to talk with the people, that's because 
I am working and coming, going to work at eight o'clock till five o'clock, so later 
there was no one that is coming to my place, except the weekend, but even the 
weekend then I just do my things’  
 A grandmother speaks about her grandson’s illness, with heaviness hard to 
describe here, and her lack of support:  
‘It hurts because all I want to see is to see my grandson become okay and right, 
there is no one that I can talk to, I'm just on my own, I prefer to keep it to myself 
(his illness)’ 
With so many grandparents, particularly grandmothers, raising grandchildren, 
nurses need to be aware of the needs of these intergenerational families in order 
to identify areas of concern. Support for the grandparents, and their children, 
based on their needs, and multiple challenges, is essential (Kelley et al., 
2010:379).  
Sub-theme 2.2.2 Caregivers experienced caring for the children as a 
burden which challenges them financially and physically 
The difficulties experienced by grandparents emotionally in caring for their 
grandchildren were explored in the previous sub-theme. Their plight does not end 
with their emotional needs though, physical and financial constraints were equally 
concerning to these participants. While it is true that caregivers, particularly 
grandparents, are not the only individuals to experience financial constraints 
owing to having to deal with HIV/AIDS, certain unique problems affect the 
caregivers which do not pertain to the grouping of parents. The researcher wishes 
to explore some of these unique problems in this sub-theme. 
Grandparents, and grandmothers in particular in South Africa, are increasingly 
expected to take care of their grandchildren in the absence of the parents. More 
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than half the orphan population are cared for by grandmothers (Tamasane & 
Head, 2010:77). However, most grandmothers who are taking care of 
grandchildren are doing so because they are family, and it is unlikely that they 
were asked, or given a choice. This often results in grandparents feeling that they 
are being taken advantage of, especially if the parent is still alive, and can lead to 
anger and resentment (Gasa, 2012:201). A grandparent verifies that she has been 
left with her daughter’s two children: 
‘I am looking after her [the granddaughter] myself, I don't know where is the 
mummy now, where is she, is staying with my cousin why, so I don't know why, 
sister is granddaughter, and I have got another child is is is the grandchild son, the 
brother staying with me’  
The increasing numbers of orphans are exerting tremendous pressure on weak 
economies, which include social and health services. The grandparents who are 
seeking assistance owing to their current impoverishment are often unable to 
access financial assistance from government. Added to this is their lack of 
understanding of how the social grant system operates, leading to disastrous 
consequences, as related by one of the grandmothers:  
‘I’m struggling financially because my child, grandchild here, was earning a social 
grant of R260 a months. When I came to the clinic doctor he advised me to do that 
grant of sickness [disability grant] , and since then I apply for for that, even the 
child grant was being stopped, so since then I don't receive anything from the 
government’  
Grandmothers as caregivers of orphans or vulnerable children are unable to 
access a welfare grant if the orphan does not have a birth certificate (Tamasane & 
Head, 2010:77); with additional delays cited as the result of misinformation from 
social workers. It does appear as though the child welfare system in South Africa 
is burdened by the increasing number of children infected and affected by 
HIV/AIDS. Reports attest to the increasing caseloads social workers are expected 
to deal with. However, it remains indefensible that grandmothers in dire straits 
because of poverty might wait up to two years for grant applications to be resolved 
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(Hlabyago & Ogunbanjo, 2009:509; Tamasane & Head, 2010:77), as illustrated in 
the following quotation: 
‘She doesn't have a birth certificate I I came here, to see the social worker, they 
want the photo copy of the ID of her mother, I do that, I go back to Bathurst and I 
do the photocopy there and then I came here and they take, they take those 
documents and then I came at the clinic, the social worker didn't come, I keep 
coming and I keep coming, and then they said to me that the computers they are 
not right there, I lost faith really really for that certificate and for those social 
workers, I lost faith’  
Not surprisingly, this scenario is more common in the poorest households who rely 
on social grants to survive. The poverty levels experienced by the participants in 
this study sound unbearable:  
‘And uh um I have to have taxi fare to get to hospital if she has a fever, or if she is 
not feeling okay, or if she has a rash, then I must take her to hospital and then I 
don’t have taxi fare to get home again from the hospital’  
‘It’s financial yes; yah the problem is the financial problem because sometimes I 
don't have money to buy food for the child that's why I am desperate to get the 
grant; Sometimes we do have food, sometimes we don't, sometimes I do have a 
bit of mielie meal, some rice, nothing to make food, to make healthy food’  
 ‘I don't need job because I need to stay with her all the time I wanted to look at 
her I want to see what's going on with her in the meantime you see? I don't need 
job I don't know what I'm going to do but I need to help, I need the support money 
for the child, the grant money’  
Grandmothers are at risk of health problems of their own, and have to attend clinic 
for their own chronic medication, although financial constraints might prevent this 
as well. The more stress they experience, the worse their physical health will 
become, which is a concern. Their declining physical ability and health issues are 
a recipe for disaster. Certainly it can prove too much for these older women to 
manage (Kelley et al., 2010:380). A grandmother divulges her distress at having to 
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make ends meet and care for her granddaughter while forgoing her own 
retirement needs:  
‘I am trying to look after her, I do small jobs near to where I live, the people give 
me a R30 or a R20 and then I buy her some healthy food: mielie meal, milk, a two 
eggs, then tomorrow I work again then I buy her a yoghurt or something, I have to 
buy her healthy food every day’  
Another grandmother describes the lack of family support she experienced when 
she assumed care of her HIV-positive grandson, which caused her great stress: 
‘I I I can now accept that I can’t hide it away or wish it away, because it is now 
happened; but my children at my house were not want to stay with him, we have a 
big house with a bathroom, kitchen, bedrooms, and my child asked me: where is 
his face cloth? Where are you keeping his face cloth? Where is his towel?’  
The strain and pressure on grandmothers caring for their HIV-positive 
grandchildren appear to be relentless, and certainly more demanding than most 
aged persons should have to tolerate (Kelley et al., 2010:383). The challenges 
faced by grandmothers are immense, and left the researcher saddened as she 
listened to their stories of pain and suffering. A participant in this study 
communicates poignantly: 
‘Oooohhh I will even come and clean the floors here, I feel like this even if 
somebody can just do a little something for me and then if doctor asks me to go 
and clean the toilet over there then I will do that, just so that I've got something to 
eat; I am so on my nerves, I feel so nervous, I just cannot cope any more, I feel 
that it's going to affect my brain’  
The same grandmother mentions her own chronic health problems, which amply 
correspond with the articles cited above and raise concerns as to her ability to 
continue under such dire circumstances: 
‘I know that I'm coming to the clinic for my own tablets, my blood pressure tablets 
or something like that’  
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Grandparents who assume custodial care of grandchildren experience extreme 
levels of stress, physical, mental and financial (Neely-Barnes et al., 2010:87). 
Senior citizens deserve to be esteemed, supported and cherished, not taken for 
granted and treated as if they deserve to inherit the care of their grandchildren. 
The diverse needs of older people, their roles and responsibilities need to be 
acknowledged, particularly in light of the life-altering changes to families that are 
currently being powered by the HIV/AIDS epidemic.  
4.4.1.2.1 Summary of parents/caregivers Theme 2 
Parents/caregivers were unhappy about certain aspects of the care their child and 
they received, due to the many obstacles found in the antiretroviral programmes.  
One of the biggest concerns was the time that parents/caregivers spend at the 
clinic waiting to be seen, usually a whole day, which consists of a 10-minute 
consult (at the most) and then a long wait to receive the medication. Several 
participants had suggestions to improve the patient flow issues. 
Linked to the waiting times, however, was an assertion of lack of care, which many 
participants found unacceptable. Correlated with the chaotic overcrowded clinics, this 
is an almost inevitable, yet unsatisfactory state of affairs. This sub-theme is 
connected to the next of lack of compassion on the part of healthcare professionals. 
Parents/caregivers contend that staff are not supportive and can be rude. This is 
highlighted in the quotations and is an indictment on the staff in these clinics. 
Parents/caregivers also report that despite the long waiting times, all staff go to 
tea and lunch at the same time, leaving the patients to wait for them to return. 
Additionally, it is claimed that few nurses are approachable and those who are 
usually leave the primary healthcare services and are sorely missed.  
HIV/AIDS is a complex disease which requires equally complex interventions. 
According to many of the parents/caregivers, healthcare professionals are not 
currently meeting the needs of their patients. 
Despite the previous assertions, most parents/caregivers seemed grateful for the 
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adherence counselling and deemed it wonderful and perfect. This is good to know 
since adherence is the cornerstone of HIV therapy. Regrettably, three of those 
who attested to the perfection of adherence support had children who were 
critically ill owing to treatment failure.  This remains a concern to the researcher.  
All participants were well versed in drug timing, but when asked to state which 
drug was given when, many were unable to answer the researcher, mostly among 
the older caregivers. This is one of many areas that require improvement.  
Regardless of these negatives about treatment (above), there is no doubt as to the 
efficacy of the antiretroviral drugs in most of the children whose parents/caregivers 
were interviewed. What is patent, however, is that high levels of adherence are 
essential, and there are many reasons that this does not occur, all of which have to 
be addressed to ensure optimal health in children requiring this medication. 
There is considerable literature on problems experienced by elderly grandparents 
who have to care for grandchildren and, in this study, grandchildren with the 
additional challenge of HIV/AIDS. The caregivers were struggling with the death or 
absence of their own child and the burden of having to care for a sick grandchild, 
which adds considerable stress to their lives. This is definitely an area that 
requires intervention. 
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4.4.1.3 DISCUSSION OF THEME 3 AND THE RELATED SUB-THEMES OF 
THE PARENTS/CAREGIVERS OF HIV-POSITIVE CHILDREN 
A graphical presentation of theme 3 and its sub-themes is presented in Figure 4.3: 
 
 
 
 
 
 
 
 
 
 
FIGURE 4.3: PARENTS/CAREGIVERS EXPERIENCED SPECIFIC SUPPORT NEEDS 
RELATED TO THE DIAGNOSIS AND TREATMENT OF THEIR HIV-
POSITIVE CHILDREN 
 
 
 
 
 
 
 
 
 
THEME 3 
Parents/caregivers experienced specific support needs 
related to the diagnosis and treatment of their HIV-positive 
children 
Parents/caregivers experienced a need for: 
3.1  Financial support  
3.2  Education about the effects of HIV in children 
3.3  Support groups where they can meet and share to assist one 
another 
3.4  Partner and family support for them and their HIV-positive 
children 
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THEME 3: PARENTS/CAREGIVERS EXPERIENCED SPECIFIC SUPPORT 
NEEDS RELATED TO THE DIAGNOSIS AND TREATMENT OF 
THEIR CHILDREN 
According to Soanes and Stevenson (2008:1449), support means to ‘give 
assistance, encouragement, or approval, to be actively interested in someone or 
something’. In order to give assistance to parents/caregivers, and therefore their 
children, healthcare professionals would need to wholly embrace the role of 
support, added to the treatment and care aspects embedded in the 
comprehensive care for HIV/AIDS touted in policies, guidelines and publications. 
The support needs expressed by parents/caregivers during interviews for this 
research study will be presented in the discussion that follows. 
Sub-theme 3.1   Parents/caregivers experienced a need for financial 
support  
Sub-Saharan Africa is considered the most economically marginalised region in 
the world, in which live the most vulnerable population, namely women, 
particularly those with children. From a global position it appears that the typical 
person living with HIV/AIDS will be a sub-Saharan African woman, which means 
they carry a disproportionate share of the HIV/AIDS load. Women with HIV bear 
many burdens, not least of which are concerns about childcare. An added concern 
is the reduction in able-bodied adults to care for orphaned children after a parent’s 
illness and death (Hodge & Roby, 2010:27). A grandmother testifies to the pain of 
losing her own child and having to become a custodial grandparent to her 
daughter’s child, despite her own failing health: 
‘Yes, yes yes; only for so far I can cry; Ah, mama you hold the babies and you 
know it’s your baby, you have to bond them [speaking about her daughter who 
died] , and then now are the person who help your daughter to looking after a 
grandchild, you see?’  
Most of the parents/caregivers interviewed by the researcher were unemployed 
and struggling to survive with few economic or educational assets to assist them. 
For many, even the childcare grant was inaccessible for various reasons 
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(discussed previously). Although a mere R270 per month, this is a considerable 
sum of money for those with nothing: 
‘It will help me if I get the grant but at the moment I am struggling with, I don't have 
an ID because my mother never uh made the birth certificate for me, now I am 
struggling to get the grant, I'm struggling’  
Another participant describes her efforts to secure the childcare grant: 
‘I came with a letter to the doctor and he filled a letter, then tomorrow I must go to 
the police station and then they must give me affidavit that I'm not working and I 
don't get paid, then I will go and take it to the social worker’  
Of further concern is that this participant, who has no money, has to find the 
finances to travel to secure a small monthly allowance, which, when finally paid 
out to her, will be spent in repaying those who assisted with funding while she 
waited: 
‘If I am supposed to the clinic then there's no money then I have to go onto borrow 
that money from the neighbours, so when I've got money I have to give them that 
money again’  
‘Poverty includes deprivation, constrained choices, and unfulfilled capabilities’, all 
of which impact on wellbeing and accordingly the standard of living, which equates 
to quality of life. In other words, poverty is a never-ending cycle of lack of money, 
an associated lack of assets and skills with which to alleviate the lack of money, 
and so on (Mbirimtengerenji, 2007:605). Women often have a limited choice in 
their partners and their partners’ behaviour, which leaves them in a vulnerable 
position of dependency, particularly related to finances. Participants who 
discovered that their partners were involved in other relationships and had 
infected them, and their HIV-positive children, authenticate the difficulties related 
to being dependent on a partner: 
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‘We separated um after the child was still three months old then we separated and 
then we we're not seeing each other anymore and I just it's almost been four years 
now’  
‘But but eh uh uh I didn't tell, I didn't talk about this thing with him [referring to HIV]  
about that because he's not want me, I we got this child and then after that that 
time even, maybe it was one month, he don't want me anymore’  
Women with HIV in South Africa confront special problems in that, as mentioned 
above, they are more likely than their male counterparts to be living in poverty, 
and they have the responsibility of dependent children from a young age, often 
from more than one partner, whom they have to support and care for:  
‘No no not the same father, no this one's father it's his father that I left that was 
positive, but there was complications, and I told no I can’t live like this I am now 
HIV-positive and he's also HIV-positive, but I don't want the life that he is living, 
that's why we separated’  
‘No I think it was this [points to daughter] one's father that gave me HIV, he go to 
the other ladies and I say [to him] you're going to deliver this HIV, you know mos 
at the location the other people they tell you this and this they tell me, you must 
see with your man there coming this lady, that lady, all the time coming’  
Although South Africa is deemed a middle-income country, it has one of the 
greatest levels of income inequality in the world. Added to this, rural and African 
residents bear the largest burden of HIV illness. Owing to the conditions created 
by apartheid, such as the migrant labour system and inadequate health services 
for African people, an environment has been created that permits the efficient 
transmission of HIV (Majumdar & Mazaleni, 2010:1). This leaves far too many 
people in extreme poverty, particularly when the high levels of unemployment are 
factored in (Majumdar & Mazaleni, 2010:5). Participants communicate their 
anxieties about lack of finance and their inability to find work: 
‘I'm working two days but I am feeling it that, if I could get a grant or maybe a full-
time job then I will, it will be better; but now we, I am struggling, I think it will be 
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better if I can get the child grant for the child grant it will help me, it will make a 
very big difference, it will help me a lot’  
‘No it's still a shack, but I've got my name is on the list for a house; but I'm trying 
for the child to keep her warm so that she doesn't get more sick , but when it is 
windy the wind is coming inside, which I can’t help it’  
‘I don't have food, enough food for us, even for me sometimes I I don't the the food 
for me, but me I'm not worried about me, but yoh for more for him, I'm worried 
more about him (her son)’  
The childcare grant of R270 a month per child is not sufficient to enable a family to 
take care of a child, according to the study by Majumdar & Mazaleni (2010:5). 
These authors point out that the processing time for grants is unacceptably long, 
as was mentioned by a participant in this study, and the amount far too low to 
cover basic expenses. It is hardly sufficient for nutritious meals for a week for one 
child, let alone a month. Poverty leads to poor care and support of people living 
with HIV/AIDS, as they are unable to access the treatment and nutrition necessary 
to maintain their health. Participants in this study add their stories of poverty, care 
and lack of nutrition:  
‘I I pay for her [which means that she gets grant money for the child] and then the 
other children also get money so I come out a little not very well, but just a little, 
not well, but I manage, I try to manage, because I have to pay school fees, all 
three of them, and I don't work, I only get the money for the children’  
‘At one stage I asked the social worker when she [her son] was still taking 
medication in the hospital if I can apply for the disability grant for him. It said no, 
not like she's helping, she said don't even stress yourself about it because you 
won't get it, so I just left it like that, so I only get the child support grant’  
‘If like I can like he got the child support grant, but it's that money it's little, it's too 
much little for the, I can't afford to live R270 the whole month’  
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On a wider scale, poverty has the effect of eroding the sense of community in 
neighbourhoods and areas, because community members do not have the means 
to support neighbours who are ill and struggling (Majumdar & Mazaleni, 2010:6). 
This is difficult for all concerned, since the person seeking help feels unhappy at 
being a burden, as related by the following participant:  
‘Then it is very stressful if I don't have the food on Sunday, I just rather went and 
lay down on my bed and I cried, I just don't know any more because the people 
around me are getting tired and I can’t keep on asking for food from people 
around me, because then they getting to the stage now where they just say we 
haven't got’  
Many people in sub-Saharan Africa are living in total poverty, as described above, 
where there is no daily food. They lack money and also basic assets and skills that 
could have been used to find work. HIV infection is confined mostly to the poorest, 
paradoxically, since they can least afford more expense and hardship. The 
capacity of individuals and households to cope with HIV/AIDS depends on their 
initial legacy of assets. In all of the people interviewed for this study, there were no 
finances to begin with, and limited partner or family support for future assistance 
(Mbirimtengerenji, 2007:606). Women often have the additional stress of caring for 
their children, which is draining and demoralising for them owing to their lack of 
financial support to do so:  
‘[Participant has tears in her eyes] yah it’s been hard, sometimes I think, because 
his father, yah we not together any more, but it's his child and he knows that the 
child is HIV-positive, so for me also it's hard, because I'm the only one that 
supporting him, and look after him that he can be well’  
‘I am trying by all means to get it [food] but like even if I've got or if I haven't got 
something in my house I will go to my sister and ask something for him to eat 
before he must eat to take his pills, because I'm not working, also I am disabled, 
can’t getting the grant; then last year was doing the the what is that? I was doing 
the skills to get a job, but we're not able to get the jobs’  
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Women living with HIV and caring for their children feel unsupported financially. 
This is evident from the anecdotes shared by the participants in this study. Most of 
them appear exhausted and struggling with little means of support. Women with 
HIV/AIDS face unique challenges, and these need to be addressed in order to 
reduce the multifaceted burden they currently bear. 
Sub-theme 3.2  Parents/caregivers experienced a need for education about 
the effects of HIV in children  
 Health is all about people. Beyond the glittering surface of modern 
technology, the core space of every health system is occupied by the 
unique encounter between one set of people who need services and 
another who have been entrusted to deliver them (Frenk, Chen, Bhutta … 
Zurayk, 2010:1925).  
Healthcare professionals are expected to communicate, educate and treat their 
patients in healthcare primary healthcare clinics through their knowledge, technical 
competence, service orientation, social accountability and ethical commitment, in 
order to make an essential contribution to the wellbeing of individuals, families and 
communities (Frenk et al., 2010:1925). Comprehensive care of those living with 
HIV is essential and consists not only of the supply of antiretroviral medication but 
of all other needs related to it, not the least of which is the need for health 
education to convey relevant information in order to cope (Ayres, Paiva, Franca … 
Silva, 2006:1005). Participants in this study relate to this as they confirm their 
needs for health education:  
‘Yes even in the hospitals we, like if we, I was getting some people like if I, that 
can educate us about them, HIV, maybe then, maybe we can, I don't know, I don't 
know, how I can say this, because maybe I, our children can be saved on that 
time’  
A participant, while discussing her health needs, describes the difference she has 
noticed in health education, between staff members in the same discipline of 
HIV/AIDS at the same clinic: 
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‘But the other sister that was here before always told me how the tablets work and 
so on, but the sister that is here now is doing her best, to try and help us, but the 
sister was here before told us everything; this one is nice but is not the same as 
the other sister she does try her best but she gets a bit confused’  
Another participant discusses her health education needs: 
‘The hospital they told me she was not supposed to drink disprin if she is on ARVs 
I didn't know that you see, and you see there's a lot of stuff we don't know, they 
don't teach us if if your child is HIV-positive you must eat this, you must do this, 
you don't know, they just tell you the diet of the child, not what to expect’  
‘Because I don't know everything like now I think now she's going to infect the 
children at the school; you see she was at the crèche the auntie at the crèche 
bring her, but now she's going to started another school so now I'm coming for 
medication, they must educate, so how are you going to do?’  
Part of the health education needs of HIV-positive women occur during pregnancy 
and at birth, where testing in antenatal clinics (ANC) is the entry point to the care 
continuum. Regrettably it appears that a significant proportion of HIV-positive 
pregnant women fail to receive an HIV test during their first ANC visit. In the 
Eastern Cape, particularly at clinic level, shortages are reported of HIV test kits 
and nevirapine, integral to the prevention of HIV in new-born infants (Sprague et 
al., 2011:3). Several participants referred to prevention of mother-to-child 
transmission (PMTCT), during their interviews. This was viewed as a concern to 
them and the researcher. A participant describes how she found out that first her 
three-month-old son, and then herself, was HIV-positive: 
‘Yes because after he, after I got this child I, he was slept at Livingstone and he 
was sick and then he was seen on the Dr, and so he tested him and he saw that 
he is positive so they said to me I must come to testing me at the clinic, so I come 
to test me (and was positive)’  
Another participant describes her sadness after realising that HIV in her child 
could have been prevented: 
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‘But if if they give me, like we see on TV, now, we see something we didn't know 
before, because on TV they show us there are medicines or tablets that we drink 
so that you can protect your child or something like that, we didn't talk that (at the 
clinic) I only saw it on TV, after she is positive and all the other stuff’  
A participant relates the treatment given at the time of the birth of her child, 
showing little understanding of the process of PMTCT, yet she would have 
understood health education that was given to her, since she knew about the 
medication she received at that time. She now has a son who is HIV-positive: 
‘No, they give me uh uh bactrim tablets that's all, and the vitamins also, I didn’t get 
anything else, only the tablet that they give me when you give birth, it was only 
that tablet, yah yah and I did breastfeed him [no medicine for him]’  
And she shares her feelings at hearing her son’s diagnosis:  
‘Okay (participant laughs nervously) for me at first when I found out that he was 
HIV-positive, at first it was hard, very hard for me’  
Evidence proposes that with sufficient healthcare professionals, health outcomes 
would improve in most communities. Healthcare professionals are the service 
providers who link those in need with information and knowledge so that health 
can be improved. As communicators and educators, healthcare professionals are 
the ‘human faces of the health system’ (Frenk et al., 2010:1926). It seems that 
limited health education is being given to those attending primary healthcare 
clinics, despite the obvious need. A participant relates that she was unaware of 
being HIV-positive despite having two children. She found out that she and her 
children are HIV-positive, after her young daughter was admitted to hospital: 
‘When she gets sick, last of last month she gets sick, she got a headache, I take it 
to the Dora Nginza hospital, and at the hospital they said she's got meningitis, now 
they asked to be check for HIV, so I say okay, and now the results come back 
she's got HIV; yes yes I do accept because I didn't know the HIV, I know now 
because it's me that have got HIV’  
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Somehow, owing no doubt to these health service constraints, many women are 
being missed, or not adequately treated at antenatal level, and their children are 
born HIV-positive. There are also  cases of failed drug interventions, which, 
although not directly in the scope of this study, bear mentioning because, even in 
this small sample of participants the researcher met two women with HIV-positive 
babies despite following the PMTCT protocol as they were advised. Significantly it 
appears that the PMTCT programme does not always perform as it should and 
this leave mothers having to deal with the positive test outcome: 
‘Okay first of all I didn't expect my child to be HIV-positive because I was on dual 
therapy when I was pregnant, so I was doing everything right until when I came 
for, after six weeks I came for and test my baby, then my child was HIV-positive’  
Effective learning and health education require that clients can access accurate 
and meaningful information. This would make an essential contribution to the 
wellbeing of women and their children who visit healthcare primary healthcare 
clinics (Frenk et al., 2010:1926). Healthcare professionals are a vital link between 
patients and health systems, especially women, who look for information, 
counselling and support from them (Sprague et al., 2011:5). Participants in this 
study vocalised their need for more information about how best to assist their 
children who are living with HIV. These experiences are described in the following 
quotations:  
‘Yes yes I don't know much about the HIV child, but I am living with an HIV child, 
but I don't know much’  
‘Yes yes mam if there were classes before at the clinic, maybe before you give 
birth and after, because I am the one that is going to live with this child, what must 
I expect, how must I treat an accident like I mean say she's bleeding now then I I, 
if they are playing then I must know what to do, they must teach us just what to do’  
Women in particular require considerable pertinent information related not only to 
their child’s health needs, but also to their own, for example the desire to have 
more children. A participant in this study mentioned during her interview that 
having another child is important to her, as is ensuring that the child will be HIV-
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negative. While she wisely seeks education about this aspiration, she 
acknowledges that this information does not appear to be available: 
‘Like if maybe I want to know some more about the HIV, like maybe if I want to get 
the second baby, then there must be somebody that I can go to and talk to that's, 
how can I go about and have a second child that maybe is going to be HIV 
negative, what must I do before I can get the child’  
Education remains imperative for those with HIV and those who are also involved 
as can be seen from the quotes above. Treatment education would enable those 
living with HIV to learn about antiretroviral therapy, its benefits and the importance 
of adherence. Health education should be aimed at placing the patients at the 
centre of their own care, taking responsibility for their health and that of their 
children. Part of this education should be aimed at mitigating the impact of HIV on 
affected communities by communicating the knowledge that those living with HIV 
are no different from the majority (Aggleton, Yankah & Crewe, 2011:496‒497). 
This could ensure that those living with HIV received the support that they need. A 
participant reveals her concern about the lack of information that she receives on 
how to prevent HIV for her young daughter:  
‘No it's not enough; even now she is going to school [playschool]  with other 
children, now I'm afraid, maybe she's in there, was something with other children, I 
don't know if I must tell the teachers that she is positive so that when they are 
playing she must be careful with other kids or something like that’  
A participant speaks about the lack of education she discerns in the community 
members who attend clinic when she does, and how this affects her: 
‘People here at the clinic that are not HIV-positive, there is a different way that 
they look at people that are HIV-positive; I will want the people to support us, 
especially at the clinic also, then we will not feel as bad as they make us feel 
sometimes, because sometimes you coming and then you go to that side and the 
people are talking’  
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A participant discusses her own lack of knowledge and that of the community in 
which she lives: 
‘I think some of them, almost all of them, they lack the, they don't know like I was, I 
was not aware how the kids infects, how do one get infected, I think there's a lot of 
lack of knowledge; they don't know much, they think like I thought, I knew like if 
the kids are playing with blood or something then is going to be infected, or if the 
kids sit with other kids are going to be infected, I thought so, I also think they lack 
that knowledge’  
A participant talks about being well, but having TB, and living with an HIV-positive 
child who is on therapy. She says ‘she’ will test the child for TB, but the researcher 
was concerned that this mother has not received adequate information. She has 
not been informed that the child should immediately be on prophylaxis once 
cleared of active TB. She should not have to request this; it should be done: 
‘I am not on ARVs, I am still well, I'm just having a TB now; I'm now on Rifah 4, I 
just started the TB treatment now, so even now I want to go and ask the doctor to 
see the child, I want him to test for my child’  
Education is the key to mitigating the impact of the epidemic on infected 
individuals and communities. It is essential to use all educational possibilities to 
improve the health of mothers, new-borns and children, and to use all 
opportunities to prevent and treat HIV/AIDS at all points in the care continuum.  
Sub-theme 3.3 Parents/caregivers experienced a need for support groups 
where they can meet and share to assist one another  
The mental health correlates of HIV/AIDS are still a generally unrecognised and 
under-researched genre in the growing body of HIV/AIDS studies, yet it appears 
as though people living with HIV/AIDS have a higher prevalence of mental 
disorders than the non-infected population. It is imperative that this potential dual 
diagnosis should be acknowledged in order to ensure wholly comprehensive 
responses to the HIV epidemic. The reason for this burgeoning difficulty in a 
complicated epidemic is the profound effect that HIV infection has on the mental 
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wellbeing of a person, thus increasing the likelihood of psychological disorders 
such as anxiety and depression (Haffejee, Groeneveld, Fine, Patel & Bowman, 
2010:367). 
Psychosocial support is recognised as an essential service for those living with 
HIV/AIDS, but this does not always translate into practice, although it is cited in 
the comprehensive treatment care and support plan as required for patient 
wellbeing. The provision of psychosocial support for people who are HIV-infected 
has received less attention than the all-encompassing delivery of antiretroviral 
therapy. Yet without supporting the emotional wellbeing of patients, it is unlikely 
that effective HIV/AIDS programmes will be achievable (Operational Plan for 
Comprehensive HIV and AIDS Care, Management and Treatment for South 
Africa, 2003:20; Visser, Mundell, De Villiers, Sikkema & Jeffery, 2005:334; 
Haffejee et al., 2010:367). Counselling has a positive effect on the ability to cope, 
particularly when faced with complicated situations. Psychosocial support should 
be an essential service for all patients attending antiretroviral clinics. The two 
studies cited here found that being part of a support group assists individuals to 
deal with HIV/AIDS in a more positive manner (Visser et al., 2005:334; Haffejee et 
al., 2010:368). Participants in this study, in agreement with the literature, share 
their feelings about their need for support: 
‘We must have someone that we can talk to because that is helping me, when I'm 
not feeling well I go to my friend and then afterwards I feel better if I talk to her, 
that's why I think that here at the clinic we must be like that also, we must be able 
to talk to each other and not keep everything to ourselves, but for that we need the 
support of other people’  
‘I think the parents that have children that are HIV-positive should come together 
and for about an hour and talk, it would be good’  
‘At a time there was a letter once that was on the wall, there was Ah the group, a 
support group, that was going to the community hall, but now I don't heard 
anything it's just quiet, I think that will also help’  
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All patients attending the primary healthcare clinics receive provider-initiated 
counselling and testing for HIV, whereby they are counselled by community health 
workers (CHWs). These same CHWs are used to counsel the patients about 
adherence to antiretroviral medication, which translates to information giving. This 
is not the same as counselling and therefore the counselling received by patients 
in PHC clinics is not therapeutically inclined, but, as stated previously, information 
giving to the patient. This does not accord the patient the opportunity to talk, share 
and be supported. In the following two quotes, a participant discloses what she 
has been told by the CHW at the clinic she attends, which confirms this is all 
related to information giving: 
‘The counsellor told me I must tell him everything or I must, even if I talking to him 
I must, if I, even if I am afraid of him, giving him [ARV medication]  I must show 
him that here's mine here's yours so we must drink it together, same time, so now 
I just chat (to him)’  
‘Yes, was also always, they try to talk to you, just like they say I must remember all 
the time I must give him treatment on the right time and and I must give him food 
before he can drink it’  
These quotes refer to what the CHW told the mother about her son’s medication, 
but what was not explored was this mother’s anguish, anxiety and depression at 
having given her son HIV and having to start him on lifelong therapy. Even worse, 
he is old enough to tell her he does not want the medication, making her feel even 
more wretched. Throughout the interview, this mother was tearful, agitated and 
fiddled with a plastic shopping bag on her lap. She had this to say about her son’s 
therapy: 
‘Yes sister, HIV treatment, but he is not want it, because he said on the first day I 
don't want the the tablets anymore because I am not all right, I am weak, so I told 
him that you are supposed to take it for long, for the whole of of your life, because 
they are going, going to (stops talking and cries)’  
According to the study by Haffejee et al. (2010:371), information given to patients 
is commonly interpreted through an ‘emotional filter of fear and vulnerability and is 
260 
CHAPTER FOUR:  DISCUSSION OF RESULTS AND LITERATURE CONTROL PARENTS/CAREGIVERS 
 
not adequately processed’. The researcher is of the opinion that this happens 
often in clinics where CHWs are ‘counselling’ patients. This is not to say that the 
CHWs are not doing their job correctly. Far from it. It is implicit, however, that the 
type of counselling that people who are living with HIV need is not always 
available, especially in resource-constrained settings. A participant shares with the 
researcher the information that was given to her about caring for her HIV-positive 
child: 
‘When I was, when I was in the counselling room they told me to accept the 
situation, not to ignore or neglect it but to accept it, the key was acceptance, 
acceptance is the key to defeat this virus, that is why I am strong, and I don't even 
have to be worried, there are plenty of people who are HIV-positive who are living’  
Unfortunately, despite what she is relating, this woman did not look relaxed, she 
did not look strong, and she appeared stressed, tired and weary. The child was ill, 
had severe malnutrition, and life looked anything but favourable for them. She also 
states during the interview:  
‘No there is no one that I can talk to; I'm just on my own’  
Another participant shares similar lonely feelings when she answers the 
researcher’s question about whom she talks to about her feelings: 
‘Yes mam yes I I am feeling sad, lonely each and every day, although I have my 
kids that, I feel lonely because I can’t, if I'm sick I can’t phone for my mum’  
Mental health support needs to be provided for those living with HIV ‒ particularly, 
in the researcher’s opinion, parents/caregivers with HIV-positive children. This 
would assist in enhancing their quality of life, considering the spectrum of negative 
health consequences and the vulnerability of each patient to stressful encounters. 
People living with HIV need to be assisted to cope with the stressors that they 
encounter. This should take place in a safe confidential environment, where the 
patients are assured of privacy, and their subjective experiences are explored. 
Participants speak of their experiences at clinics where lack of confidentiality is a 
matter of concern, as is discriminatory behaviour. Participants in this study 
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experience discrimination in their communities, and at clinics, making their support 
needs more pronounced:  
‘It doesn't feel nice at all because sometimes you see your friend here who doesn't 
know that you are HIV-positive, then she, when she sees you carrying that yellow 
file then she knows, and she's going to tell someone else that you are HIV-positive 
and that person is going to tell someone else and then it ends up that everyone 
knows that you are HIV-positive, even though you didn't tell them that you HIV-
positive, so it doesn't feel right at all, if they can change that file then it will be 
better’  
‘Many times you can see a person, can see if somebody is talking about you 
because they look at you, and then they look away and then they look at the 
person they're talking to, and then look away again and then they talk again, and 
then you know that person is talking about you’  
‘At first there was, are one of the ladies that always used to talk, she is also 
working here at the clinic, that is also HIV-positive, she also used to always used 
to talk to the people about HIV, she would tell people about her status but now 
they don't, I don't see them doing it anymore’  
While the primary counselling and support services available to people with HIV 
remains as provider-initiated counselling and testing, followed by adherence 
counselling, supplied mostly by the CHWs, this type of information giving is 
insufficient to assist those who have to deal with a life-changing illness, particularly 
when the rendering of this information is so variable, depending on the training 
and expertise of the CHW. All people living with HIV require support. They do not 
deserve to be abused by their partners and gossiped about by their friends and 
neighbours (as recognised in the quotes above).  
Most of the women interviewed by the researcher suffer in silence because of their 
fear of rejection and discrimination. This silence can lead to the development of 
depression and hopelessness, which the researcher was witness to, and for which 
there is no assistance, currently, at the clinics they attend. The researcher referred 
two participants to a doctor directly after their interview owing to their levels of 
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depression and the need to obtain immediate treatment for them. A CHW who was 
counselling one of the participants in this study shared this insight with this 
parent/caregiver about the need to be tested: 
‘And you must know your status before you you can, before you die, before you 
can die, you are supposed to go to the clinic with your legs not in the, by the time 
you need to go to die’  
Another CHW, while assisting one of the participants with education to care for her 
child, appears not to have noticed their communication barrier, which, while mildly 
diverting, is a concern, as the participant in question relates what she was ‘told’: 
‘I mustn't be scared of him, he will not do anything to me, he is as healthy as other 
children, must look after him really nicely; for me it meant I mustn't be cross with 
him, I mustn't mistreat him like with my own children, like I might mistreat my own 
child, but I mustn't do that with him, and I feel like I really must look after him well’  
Most of the women in this study would benefit from care and support, and the 
provision of structured support groups through which they could interact with other 
HIV-positive women, share experiences and learn from one another. Participants 
in this study acknowledge their need for support: 
‘Sometimes many of the people that are HIV-positive, even when we're sitting 
there then they, you will get one or two or three that will talk about their status, 
they want to talk about it and I don't think that it's something good, not to talk 
about it, I think you have to talk about it to get it out’  
‘It’s the time I talk with the Dora Nginza to say please, make me to do right, is all I 
want, not hiding nothing from me, because I am the help, I am nearby, I am his 
family and I‘m the person I have to look after him, I have to know the food they 
have to eat, you see, I need to know everything’  
HIV/AIDS is a source of anxiety and depression for those living with the disease, 
such as discrimination, fear of infecting others, concern about opportunistic 
diseases, and the fear of death. Women who attend support groups in which they 
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interact with other HIV-positive women agree that they gained from participation. 
Accordingly, the formation of structured support groups is essential, in order to 
provide a valuable source of support (Visser et al., 2006:341-342). 
Sub-theme 3.4 Parents/caregivers experienced a need for partner and 
family support for them and their HIV-positive children  
Women with HIV/AIDS often face stigma and discrimination at home and in their 
communities. Owing to gender-related inequities in social, cultural and economic 
power structures, they find themselves having to cope with this stigma alone. 
Women are also more likely to be treated as morally responsible for their infection 
status, which leads to them avoiding disclosure to their families and communities 
(Brickley, Hanh, Nguyet, Mandel, Giang & Sohn, 2008:1197). Barriers to 
disclosure include fear of abandonment, rejection, discrimination, violence, 
upsetting family members, hurtful accusations of infidelity and loss of economic 
support, particularly from partners. Fear of negative outcomes is therefore the 
main factor preventing women from disclosing to those closest to them, who could 
help and support them and their children (Medley, Garcia-Moreno, McGill, & 
Maman, 2004:300). The following comments from participants in this study 
highlight this tendency. Even if they did disclose, it appears that fears of the 
effects of disclosure are real: 
‘She seems angry with me (her mother), I think so, but you didn’t tell me, she just 
shouted at me, so I stay out of the way; it hurts a lot mam because yes, I made a 
mistake but I didn’t ask for it; sjhoe its hard mam, each and every day is hard’  
When asked how she copes with discrimination, a participant, who was more 
concerned about her two-year-old daughter, replied: 
‘[Participant sighs deeply], because she's [her daughter] not like me ne I'm old ne 
and I can defend myself ne, maybe there’s going to be times, there are times I tell 
about myself, if there are people if people are saying things about me being HIV-
positive ne, but my child won't have warned, have the strength like to defend itself, 
I must give education to her to make her strong so that she can understand ‘  
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A caregiver inadvertently describes the effects of non-disclosure, and the 
concomitant fear of lack of family support and understanding, in revealing that her 
daughter did not tell her about her status initially, possibly owing to fear of 
rejection: 
‘She didn't, she didn’t tell me that she was sick, and then one month she was sick, 
and then I took her to the clinic, and then when we went into the clinic she's 
pregnant and HIV, and then she had the child and then she died after that’  
Most women with HIV appear to decide to disclose, based on how they think the 
family members will receive the information. In the study by Brickley et al. 
(2008:1198), it is explained that participants were mostly concerned about causing 
emotional distress to family members, and secondary to this was the ever-present 
fear of stigma and discrimination, particularly towards their children. Most 
importantly, women with HIV were most inclined to want to disclose to their 
mothers, in the hope of receiving the emotional care and support that is 
characteristically expected of mothers. Participants in this study share how they 
found the courage to tell their mothers, or family member in the absence of a 
parent:  
‘I wanted to be strong, if I tell you I wanted to be strong, but eventually I ended up 
telling my mother, and she’s got a high blood pressure and depression and all 
that, but I told her and the high blood pressure it just shoot up (participant snaps 
fingers and points upwards at this point), and later after that she said you are 
strong, I am happy that you told me; I also felt less stress so after that’  
‘I'm scared, I'm a bit scared to mention that I am HIV-positive, I have tried to talk to 
my mom, my sister, I've spoken to them and told them, it was a shock for them, 
but I haven't spoken further’  
‘Yes I have support, because, that's why we love each other my sisters, because 
we are alone now we look after to each other, oh! They have seen a lot of this 
because my other sister who stays in Greenbushes also she's got HIV, and the 
other one is staying here at Walmer, she also got HIV’  
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However, not all mothers emulate the general view of being a mother, one of 
nurturing and support. Some mothers appear unable to cope with the diagnosis of 
HIV/AIDS, which can create disruptions in the relationship between mother and 
daughter. This would be distressing to women living with HIV because, despite 
how their mothers might treat them, there is an inherent belief that mothers will not 
chase their children away, will always provide love and care. In times of difficulty, 
most children, regardless of age, seek the assistance and support of their 
mothers, in order to deal with the problems they experience. Many of the 
participants in this study experienced less than positive experiences when 
disclosing to their mothers and other family members, much to their chagrin: 
‘My family is not really supportive because I do tell them, but for them they don't 
take it serious, because I did tell them that I am HIV-positive and they know that 
the child was also HIV-positive but there's no support from them, there's no 
support at all from them’  
‘It doesn't make me feel good, it, if I think about it then it hurts, because there’s no 
family to turn to if you have a problem, but I must just, I realised I must just accept, 
that they are the way they are and maybe on the way they will change, I don't 
know’  
‘It looks to me they don't worry about me, it doesn't feel good to me or right to me, 
it feels like there's a barrier between us, between them and me because of my 
sickness’  
For women in situations where the family is unsupportive there may be the 
additional trauma of having their HIV-positive children discriminated against, which 
can be painful. A participant in this study relates her experiences with her mother, 
which hurt her deeply:  
‘My mother knows, she knows yes; and no she is not helping me, even now we 
not on speaking terms (participant sighs deeply), yes and she don't like this one 
(participant points to daughter) she won't cause she is positive, I feel like she is 
separating my children, she don't treat them the same way’  
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It is postulated that people living with HIV who are satisfied with the amount of 
support accessible to them are less inclined to experience psychological distress, 
and to enjoy a higher quality of life and more confidence. It is also established that 
women tend to experience greater levels of stigma than men. This is a major 
factor in failure to disclose their status. This tendency might be an impediment to 
women getting the support they need to cope with their illness (Gordillo, Fekete, 
Platteau, Antoni, Schneiderman, Nöstlinger & The Eurosupport Study Group, 
2009:523). Participants in this study talk about their experiences of lack of support 
and how they feel about this situation, which is hard for them: 
‘If I had somebody that I could talk to, someone I could tell my problems to, that 
would make it easier and then I would feel lighter, more comfortable, if I had 
somebody I could talk to that understands me, that would understand what the 
problem is, that would help me to understand what the problem is properly’  
‘I've got the family of my father, but at the end I don't want them to use, see mos in 
the family you know when to tell someone you things, but in their conscience they 
do talk, they do talk ne so I say okay’  
This participant’s loneliness leads her to speak to people at a bus stop: 
‘When I'm there at the bus stop and I feel like to talk with someone who is 
standing near me I do that, I don't even know that person ne, but I'm feeling if I've 
got this thing that hey, this thing is just too much, um then I'm going to talk to that 
person, I don't even know that person’  
The researcher noticed that in some cases women receive support from family, 
but it is not the type of support that they would prefer. Sadly they do not seem able 
to discuss this with their family, owing no doubt to a lack of communication. The 
result is that the person has perhaps experienced less support than she would 
like, owing to the fact that she has not vocalised her needs. The following 
quotations reflect on the above:  
‘My family they know that I am HIV-positive but they don't support me; it's not that 
they don't care about me, they do care but they don't support me, they don’t talk to 
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me about it, if they really understood about my illness they would come and speak 
to me in a way that would give me strength, they don't talk to me, so I have to go 
on my own’  
‘They won't reject me, I don't feel that they will reject me, they will listen to me if I 
speak to them, but I feel a bit nervous and if I tried to speak to them my heart 
seems to speed up and I feel anxious, so maybe it is me; now I would prefer it if 
they speak to me first then I will be able to feel better and talk to them’  
‘So they know, but then they don't talk to me or ask me, they don't talk and ask me 
if it’s real, how am I coping, how am I feeling, how are our health is’  
Some of the women in this study experienced a lack of partner support, which 
impacts on how they cope with their disease and that of their child, often 
contracted from the men that have abandoned them: 
‘I didn't plan the pregnancy, I didn't plan, it was a big oops, but there was nothing I 
could do about it, I didn't want to terminate, I didn't have the heart to terminate it; 
but hmm because I am the only one working, I am having a tough time, I only get 
the child support grant I don't get anything from the father or anything’  
‘I am not hurting, because he kill himself he not killing me, I'm fine, not let anyone, 
don't want any boyfriend now, if he doing that [seeing other women]  he is going to 
stay there and I'm going to stay here in my house, with my children’  
‘I feel disappointed ne, I was pregnant ne, at the early stage seven weeks ne, my 
boyfriend he left me ne, and when he left me I was, it's not that I know things 
about help ne’  
The literature affirms the impact, in theory, of HIV/AIDS, but interviewing parents 
and caregivers has given the researcher cause to ponder over the magnitude and 
overwhelming nature of this disease, which are not always captured in articles, but 
are devastating when facing the people who are left to deal with the turmoil HIV 
leaves in its wake. Like a tornado it seems to pick up everything in its path and 
leave it obliterated, or changed forever.  
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In addition to the well-documented economic hardships there is the total disruption 
of family systems, which in microcosm can be seen in the sub-themes above. 
Family members face feelings and concerns similar to those experienced by those 
living with HIV. Fear, anger, sadness, stigma and discrimination are all part of their 
lives after the family member announces their HIV status. Stigma, as adequately 
described already, leads to social isolation, not only of the person living with HIV, 
but also the family. Many participants in this research attested to the need to keep 
quiet about their status. This included many of the caregivers. This quote from a 
caregiver in this study shows how she ensures that everyone knows that she is 
the ‘victim’ and not the ‘perpetrator’, which has garnered her support: 
‘I tell my friends, I tell my doctor, she's his mother she kept her illness away from 
me, she hid it away that she is ill; everything is fine now, it was a bit hit heavy at 
the beginning a bit difficult, but everything is normal again, and the people in the 
church love him [her grandson], they speak with him, they always have a little 
something for him like a sweetie’  
To cope with HIV infection, a strong social and family support is imperative. That 
this does not occur in South Africa is evident from many studies, as is the 
undisputed assertion that a strong family circle remains the ‘best line of defence 
for caring for infected family members’. That the family and those living with HIV 
face complex challenges is undeniable. The adjustments families make are 
positive or negative, and whichever one the family chooses will determine how 
well those living with HIV, and their children, cope. 
4.4.1.3.1 Summary of parents/caregivers Theme 3 
In this sub-theme financial aspects were discussed by all participants. The level of 
poverty that was described was staggering. Women with no work and reliant on 
childcare grants of R270 a month have to feed, clothe and transport their children 
‒ an impossibility. Lack of food is a precursor to non-adherence in the ‘no food no 
medication’ genre, and living in uninsulated shacks is a precursor to killer 
pneumonia strains or tuberculosis. Lack of partner or family support adds to the 
misery of many families living and dealing with HIV/AIDS.  
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Additionally, parents/caregivers attested to the need for more education about the 
antiretroviral drugs as well as what to expect in a child with HIV/AIDS and how to 
deal with each aspect. Health education is not offered at most clinics, which 
perturbs participants in this group. Lack of teaching might be due to a lack of 
knowledge on the part of staff, which leads to dire consequences, as evidenced in 
some of the quotations.  
Parents/caregivers in this theme indicate a lack of continuum of care for their 
children, which requires urgent improvement. Lack of support is frequently cited 
and is an area that warrants amelioration. This is linked to disclosure because 
many of the parents in particular have been unable to disclose their status leading 
to isolation and lack of support, which is linked to fear of stigma and 
discrimination. In HIV/AIDS, these concepts work in a vicious cycle that tends to 
become relentless, to the consternation of those dealing with the pain as a 
consequence of separation that occurs, and the loneliness that ensues.  
4.5 CHAPTER SUMMARY 
Chapters 3 and 4 both focused on a discussion of the results that emanated from 
the data collection steps and the process of data analysis of the study. The 
discussion of the results was divided into two groups, Group 1 and Group 2, which 
were divided between the two chapters as stated above. Group 1 comprised 
healthcare providers and their experiences of comprehensive treatment, care and 
support for HIV-positive children requiring ART at primary healthcare clinics, which 
were reflected on in Chapter 3. Group 2 participants comprised the 
parent/caregivers of HIV-positive children who accompany their young children to 
the primary healthcare clinic, and the researcher sought their experiences of 
comprehensive treatment, care and support for their children requiring 
antiretroviral therapy. 
Both groups were requested to add their thoughts about what they considered 
would improve comprehensive treatment, care and support for HIV-positive 
children. 
These chapters have accordingly presented an analysis and discussion of the 
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research findings through the identified themes, appropriate verbatim quotations, 
and comparisons with applicable literature. All of this has culminated in the 
identification of a central concept. 
The central concept of this study has been identified by the researcher as chronic 
care coordination in order to optimise comprehensive treatment, care and support 
for HIV-positive children requiring ART at primary healthcare clinics. 
This concept, which will be defined and analysed in Chapter 5, will serve as the 
foundation of the design of a nursing model for chronic care coordination that will 
assist healthcare professionals, particularly professional nurses, to optimise 
comprehensive treatment, care and support for HIV-positive children requiring 
antiretroviral therapy at primary healthcare clinics. 
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CHAPTER FIVE  
A DESCRIPTION OF THE DEVELOPMENT OF A CHRONIC CARE 
COORDINATION MODEL FOR HIV-POSITIVE CHILDREN 
REQUIRING ANTIRETROVIRAL THERAPY AT PRIMARY 
HEALTHCARE CLINICS 
 Nearly 25 years into the pandemic, help is reaching less than 10 per cent 
of the children affected by HIV/AIDS, leaving too many children to grow up 
alone, grow up too fast or not grow up at all; simply put, AIDS is wreaking 
havoc on childhood (UNICEF, 2005). 
5.1 INTRODUCTION 
Chapters 3 and 4 dealt with the analysis, discussion and interpretation of results that 
emanated from the in-depth individual interviews that were conducted with the 
research participants. The objectives of this study were to identify how both the 
healthcare professionals and the parents/caregivers experienced the comprehensive 
treatment, care and support provided for HIV-positive children requiring antiretroviral 
therapy (ART). A literature control was done to conceptualise the results obtained in 
this study (Marshall  & Rossman, 2011:84).  
In this chapter, the central concept and associated concepts are identified, defined 
and classified. The theory-generating process utilised in this chapter is accomplished 
in accordance with the steps discussed in Chapter 2. The researcher implemented 
Chinn & Kramer’s (2008:219-249) method of theory generation to develop and 
describe a model that can serve as a framework of reference for nursing to optimise 
the comprehensive treatment, care and support for HIV-positive children requiring 
ART at primary healthcare clinics.  
5.2 CONCEPT ANALYSIS 
A concept is an abstract idea that consists of the characteristic features of the image 
of a phenomenon or construct. Thus, concepts are the mental representations that 
assist the individual to organise his or her environmental stimuli. Concepts allow a 
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person to classify experiences in an expressive and significant way so that others 
can find them equally meaningful (Walker & Avant, 2005:26). Additionally, concepts 
contain within them the defining characteristics or qualities that assist the researcher 
in deciding which occurrences are good examples of the concept and which are not. 
Conceptual language can assist the researcher to represent data in new ways for 
analytical description (Gibson & Brown, 2009:18). Concept analysis is an important 
linguistic enterprise that determines the defining attributes of the concepts identified 
in a study. The analysis itself has to be rigorous and accurate so that the concept 
being analysed can be differentiated from similar and dissimilar concepts (Walker & 
Avant, 2005:63). Concurrent with concept analysis is the fluidity of concepts, in that 
their meanings can change over time. Therefore the researcher will be capturing the 
critical elements from the concept analysis at the current moment, to encourage 
communication. The researcher needs to strive for precision in defining the attributes 
of the concepts to be used in the development of the chronic care coordination 
model for children requiring ART at primary healthcare clinics in order to promote 
understanding about the phenomenon being discussed (cf Walker & Avant, 
2005:63‒64). Attempts to analyse concepts of significance to nursing practice should 
facilitate greater conceptual clarity among nurses and nurse researchers (Polit & 
Beck, 2012:131).  
5.2.1 IDENTIFYING, CLASSIFYING AND DEFINING THE MAIN CONCEPTS 
FOR THE DEVELOPMENT OF THE MODEL 
Identifying, classifying and defining the main concepts for the model will facilitate the 
creation of conceptual meaning by expanding awareness of the scope of the 
possible application and meaning of words. Creating conceptual meaning produces 
an intellectual definition of the concept, which enables the researcher to convey or 
express as accurately as possible what is intended so that members of the discipline 
can follow the reasoning and logic on which a theory is based (Chinn & Kramer, 
2008:190‒192). 
5.2.1.1  Identifying the main concepts for the model 
The main concepts for the development of the model will be identified from the 
results of the analysis of the main themes described in chapters 3 and 4, which 
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emanated from the in-depth interviews that were conducted with the research 
participants. The analysis process in this research study was particularly complex 
owing to the huge amount of data that was generated during the data collection and 
analysis phases. This was in part because of the vast amount of information on the 
topic (literature review) and also the extent to which participants are affected on a 
personal level (parents/caregivers) and on a personal and professional level 
(healthcare professionals), which meant that most participants had many weighty 
issues to share, and substantial experiences that they needed to impart to the 
researcher. During this process, the researcher relied greatly on her reflective field 
notes in order to remember the details of each interview and to assist with giving 
insight and deeper meaning to the thematic discussions in chapters 3 and 4. Table 
5.1 below reflects a summary of the themes and sub-themes regarding the research 
findings. Copies of Table 5.1 were distributed to and discussed with the research 
promoters for this study and with the two independent coders and peers who were 
experienced in the field of qualitative research and theory development. The aim of 
the discussions was to verify the researcher’s objectivity, provide credibility for the 
study, and identify the main concepts of the study.   
 
 
 
 
 
 
TABLE 5.1:  SUMMARY OF THE THEMES AND SUB-THEMES OF THE PRIMARY 
HEALTHCARE CLINIC HEALTHCARE PROFESSIONALS AND 
PARENTS/CAREGIVERS 
HEALTHCARE PROFESSIONALS PARENTS/CAREGIVERS 
THEMES AND SUB-THEMES THEMES AND SUB-THEMES 
 
THEME 1 
 
THEME 1 
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HEALTHCARE PROFESSIONALS PARENTS/CAREGIVERS 
THEMES AND SUB-THEMES THEMES AND SUB-THEMES 
Healthcare professionals experienced 
significant challenges related to providing 
ART for HIV-positive children at primary 
healthcare clinics 
 
The healthcare professionals experienced:  
1.1 An increased workload at all levels related 
to the provision of ART at clinic level 
1.2 Disharmony within the work environment 
1.3 Ineffective management, specifically at 
clinic level  
1.4 The work environment as being non-
conducive to rendering adequate care  
1.5 Various issues relating to NIMART training  
and implementation  
1.6 Incongruence in interpretation of side 
effects of antiretroviral medication in HIV-
positive children  
1.7 Apprehension regarding working with HIV-
positive children  
1.8 Concern over the low numbers of HIV- 
positive children attending the clinics 
1.9 Lack of adherence to antiretroviral  
medication  
1.10 Disproportion in numbers of men and 
women attending clinic for HIV- related 
reasons 
 
 
 
 
THEME 2 
Professional nurses experienced an 
overwhelming scope of responsibility related 
to the provision of ART in HIV-positive 
children 
 
Professional nurses experienced: 
2.1 The emotional demands of working with 
vulnerable HIV-positive children as 
traumatic 
2.2    Feeling demoralised by the enormity of the 
workload they are expected to manage 
daily 
 
 
 
 
 
 
 
 
 
 
 
 
Parents/caregivers experienced various 
emotions following the diagnosis of their 
children as HIV-positive and requiring ART 
 
 
Parents/caregivers experienced:  
1.1  Shock and disbelief when receiving the 
diagnosis 
1.2  Fear of stigma and discrimination related to 
HIV/AIDS 
1.3  Sadness and uncertainty at having to 
disclose to their children that they (the 
children) are HIV-positive  
1.4  Spirituality and religion as giving them hope 
1.5  Distress and guilt, on the part of mothers, 
as a result of passing the virus onto their 
children 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
THEME 2 
2.1 Parents/caregivers expressed a diverse 
range of experiences related to the 
diagnosis of their children as HIV-
positive 
 
Parents/caregivers experienced: 
2.1.1  Ineffective patient flow at PHC clinic  
2.1.2  Lack of compassion in staff members 
2.1.3  Adherence counselling and training as 
beneficial 
2.1.4  Improvement in their HIV-positive 
children’s health following commencement 
of ART 
 
 
 
 
 
2.2  Caregivers had unique experiences 
related to caring for the children. 
 
Caregivers experienced: 
2.2.1  Feelings of despondency due to having to 
care for the children in the absence of their 
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HEALTHCARE PROFESSIONALS PARENTS/CAREGIVERS 
THEMES AND SUB-THEMES THEMES AND SUB-THEMES 
 
 
 
 
 
 
THEME 3 
Healthcare professionals expressed specific 
views related to factors in the provision of 
ART for HIV-positive children 
 
The healthcare professionals expressed the 
following:  
3.1 ART works well for the HIV-positive children 
when taken correctly 
3.2  Clinics have shown a decrease in mother to 
child transmission (MTCT) 
3.3  Support was available from specialists and 
the National HIV Healthcare Worker (HCW) 
Hotline  
3.4  Comfort from their faith and prayers which 
sustains them on a daily basis 
parents 
2.2.2  Caring for the children as a burden which 
challenges them financially and physically 
 
 
THEME 3 
Parents/caregivers experienced specific 
support needs related to the diagnosis and 
treatment of their HIV-positive children 
 
Parents/caregivers experienced a need for: 
3.1    Financial support  
3.2  Education about the effects of HIV in 
children 
3.3  Support groups where they can meet and 
share to assist one another 
3.4  Partner and family support for them and 
their HIV-positive children 
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CHAPTER FIVE  
A DESCRIPTION OF THE DEVELOPMENT OF A CHRONIC CARE 
COORDINATION MODEL FOR HIV-POSITIVE CHILDREN 
REQUIRING ANTIRETROVIRAL THERAPY AT PRIMARY 
HEALTHCARE CLINICS 
 Nearly 25 years into the pandemic, help is reaching less than 10 per 
cent of the children affected by HIV/AIDS, leaving too many children to 
grow up alone, grow up too fast or not grow up at all; simply put, AIDS 
is wreaking havoc on childhood (UNICEF, 2005). 
INTRODUCTION 
Chapters 3 and 4 dealt with the analysis, discussion and interpretation of results 
that emanated from the in-depth individual interviews that were conducted with the 
research participants. The objectives of this study were to identify how both the 
healthcare professionals and the parents/caregivers experienced the 
comprehensive treatment, care and support provided for HIV-positive children 
requiring antiretroviral therapy (ART). A literature control was done to 
conceptualise the results obtained in this study (Marshall  & Rossman, 2011:84).  
In this chapter, the central concept and associated concepts are identified, defined 
and classified. The theory-generating process utilised in this chapter is 
accomplished in accordance with the steps discussed in Chapter 2. The 
researcher implemented Chinn & Kramer’s (2008:219-249) method of theory 
generation to develop and describe a model that can serve as a framework of 
reference for nursing to optimise the comprehensive treatment, care and support 
for HIV-positive children requiring ART at primary healthcare clinics.  
CONCEPT ANALYSIS 
A concept is an abstract idea that consists of the characteristic features of the 
image of a phenomenon or construct. Thus, concepts are the mental 
representations that assist the individual to organise his or her environmental 
stimuli. Concepts allow a person to classify experiences in an expressive and 
significant way so that others can find them equally meaningful (Walker & Avant, 
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2005:26). Additionally, concepts contain within them the defining characteristics or 
qualities that assist the researcher in deciding which occurrences are good 
examples of the concept and which are not. Conceptual language can assist the 
researcher to represent data in new ways for analytical description (Gibson & 
Brown, 2009:18). Concept analysis is an important linguistic enterprise that 
determines the defining attributes of the concepts identified in a study. The 
analysis itself has to be rigorous and accurate so that the concept being analysed 
can be differentiated from similar and dissimilar concepts (Walker & Avant, 
2005:63). Concurrent with concept analysis is the fluidity of concepts, in that their 
meanings can change over time. Therefore the researcher will be capturing the 
critical elements from the concept analysis at the current moment, to encourage 
communication. The researcher needs to strive for precision in defining the 
attributes of the concepts to be used in the development of the chronic care 
coordination model for children requiring ART at primary healthcare clinics in order 
to promote understanding about the phenomenon being discussed (cf Walker & 
Avant, 2005:63‒64). Attempts to analyse concepts of significance to nursing 
practice should facilitate greater conceptual clarity among nurses and nurse 
researchers (Polit & Beck, 2012:131).  
IDENTIFYING, CLASSIFYING AND DEFINING THE MAIN CONCEPTS FOR 
THE DEVELOPMENT OF THE MODEL 
Identifying, classifying and defining the main concepts for the model will facilitate 
the creation of conceptual meaning by expanding awareness of the scope of the 
possible application and meaning of words. Creating conceptual meaning 
produces an intellectual definition of the concept, which enables the researcher to 
convey or express as accurately as possible what is intended so that members of 
the discipline can follow the reasoning and logic on which a theory is based (Chinn 
& Kramer, 2008:190‒192). 
5.2.1.1  Identifying the main concepts for the model 
The main concepts for the development of the model will be identified from the 
results of the analysis of the main themes described in chapters 3 and 4, which 
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emanated from the in-depth interviews that were conducted with the research 
participants. The analysis process in this research study was particularly complex 
owing to the huge amount of data that was generated during the data collection 
and analysis phases. This was in part because of the vast amount of information 
on the topic (literature review) and also the extent to which participants are 
affected on a personal level (parents/caregivers) and on a personal and 
professional level (healthcare professionals), which meant that most participants 
had many weighty issues to share, and substantial experiences that they needed 
to impart to the researcher. During this process, the researcher relied greatly on 
her reflective field notes in order to remember the details of each interview and to 
assist with giving insight and deeper meaning to the thematic discussions in 
chapters 3 and 4. Table 5.1 below reflects a summary of the themes and sub-
themes regarding the research findings. Copies of Table 5.1 were distributed to 
and discussed with the research promoters for this study and with the two 
independent coders and peers who were experienced in the field of qualitative 
research and theory development. The aim of the discussions was to verify the 
researcher’s objectivity, provide credibility for the study, and identify the main 
concepts of the study.   
 
 
 
 
 
 
TABLE 5.1:  SUMMARY OF THE THEMES AND SUB-THEMES OF THE PRIMARY 
HEALTHCARE CLINIC HEALTHCARE PROFESSIONALS AND 
PARENTS/CAREGIVERS 
HEALTHCARE PROFESSIONALS PARENTS/CAREGIVERS 
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THEMES AND SUB-THEMES THEMES AND SUB-THEMES 
 
THEME 1 
Healthcare professionals experienced 
significant challenges related to providing 
ART for HIV-positive children at primary 
healthcare clinics 
 
The healthcare professionals experienced:  
1.1 An increased workload at all levels 
related to the provision of ART at clinic 
level 
1.2 Disharmony within the work environment 
1.3 Ineffective management, specifically at 
clinic level  
1.4 The work environment as being non-
conducive to rendering adequate care  
1.5 Various issues relating to NIMART 
training  and implementation  
1.6 Incongruence in interpretation of side 
effects of antiretroviral medication in HIV-
positive children  
1.7 Apprehension regarding working with 
HIV-positive children  
1.8 Concern over the low numbers of HIV- 
positive children attending the clinics 
1.9 Lack of adherence to antiretroviral  
medication  
1.10 Disproportion in numbers of men and 
women attending clinic for HIV- related 
reasons 
 
 
 
 
THEME 2 
Professional nurses experienced an 
overwhelming scope of responsibility related 
to the provision of ART in HIV-positive 
children 
 
Professional nurses experienced: 
2.1 The emotional demands of working with 
vulnerable HIV-positive children as 
traumatic 
2.2    Feeling demoralised by the enormity of 
the workload they are expected to 
manage daily 
 
 
 
 
 
 
 
 
 
 
THEME 1 
Parents/caregivers experienced various 
emotions following the diagnosis of their 
children as HIV-positive and requiring ART 
 
 
Parents/caregivers experienced:  
1.1  Shock and disbelief when receiving the 
diagnosis 
1.2  Fear of stigma and discrimination related 
to HIV/AIDS 
1.3  Sadness and uncertainty at having to 
disclose to their children that they (the 
children) are HIV-positive  
1.4  Spirituality and religion as giving them 
hope 
1.5  Distress and guilt, on the part of mothers, 
as a result of passing the virus onto their 
children 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
THEME 2 
2.1 Parents/caregivers expressed a diverse 
range of experiences related to the 
diagnosis of their children as HIV-
positive 
 
Parents/caregivers experienced: 
2.1.1  Ineffective patient flow at PHC clinic  
2.1.2  Lack of compassion in staff members 
2.1.3  Adherence counselling and training as 
beneficial 
2.1.4  Improvement in their HIV-positive 
children’s health following 
commencement of ART 
 
 
 
 
 
2.2  Caregivers had unique experiences 
related to caring for the children. 
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HEALTHCARE PROFESSIONALS PARENTS/CAREGIVERS 
THEMES AND SUB-THEMES THEMES AND SUB-THEMES 
 
 
 
 
 
 
 
 
 
THEME 3 
Healthcare professionals expressed specific 
views related to factors in the provision of 
ART for HIV-positive children 
 
The healthcare professionals expressed the 
following:  
3.1 ART works well for the HIV-positive 
children when taken correctly 
3.2  Clinics have shown a decrease in mother 
to child transmission (MTCT) 
3.3  Support was available from specialists and 
the National HIV Healthcare Worker 
(HCW) Hotline  
3.4  Comfort from their faith and prayers which 
sustains them on a daily basis 
 
Caregivers experienced: 
2.2.1  Feelings of despondency due to having 
to care for the children in the absence of 
their parents 
2.2.2  Caring for the children as a burden which 
challenges them financially and 
physically 
 
 
THEME 3 
Parents/caregivers experienced specific 
support needs related to the diagnosis and 
treatment of their HIV-positive children 
 
Parents/caregivers experienced a need for: 
3.1    Financial support  
3.2  Education about the effects of HIV in 
children 
3.3  Support groups where they can meet and 
share to assist one another 
3.4  Partner and family support for them and 
their HIV-positive children 
Table 5.1 (above) reflects that both groups of research participants identified in 
distinct ways with regard to their experiences related to the provision of ART for 
children with HIV at primary healthcare clinics. Both positive and negative 
experiences were expressed by participants that all served to emphasise the belief 
that comprehensive treatment, care and support for children at primary healthcare 
level is a current unmet requirement. According to de Haan (2005:4), a 
comprehensive approach to attaining and maintaining optimal health for people 
requires that the factors affecting health are identified, which includes positive and 
negative influences. Accordingly, optimal treatment for children requires an 
improvement in all aspects of health, not medical treatment alone, and includes 
improving their environment and the conditions in which they live. 
The themes describing the experiences of the healthcare professionals group 
highlighted the need for capacitation of the healthcare system in general and 
healthcare professionals in particular. The healthcare professionals were of the 
opinion that much needs to be improved at primary healthcare clinic level in order 
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to provide sustainable care and equitable access for all patients, particularly 
children. This was a detailed theme with ten sub-themes in which the discontent of 
the healthcare professionals was endorsed as they expressed their frustration 
over the circumstances under which they are expected to work. In some 
interviews, the healthcare professionals presented scathing opinions on the 
ineptitude of management in particular and the running of the healthcare system in 
general. Certainly many strong emotions pervaded the interviews, indicating that 
the situation in many primary healthcare clinics might be underestimated regarding 
service delivery.  
Healthcare professionals desperately need to be empowered and capacitated to 
render a quality service, especially for children requiring ART. Nurses in particular 
were feeling stretched because of the expansion of their roles and frustrated about 
the lack of support to enable them to accomplish their additional responsibilities. 
Part of this expansion relates to nurse-initiated and managed antiretroviral 
treatment (NIMART) in South Africa (Georgeu, Colvin, Lewin … Bateman, 2012) 
and the issues related to it, which have rendered currently inoperative the 
innovative task of shifting initiative. To expedite the optimal functioning of this 
programme and ensure effective use of the nurses in the antiretroviral services, 
education and training, policy issues, legislation and legalities related to 
registration and scope of practice need to be reviewed and implemented, for the 
safety of healthcare professionals and their patients, especially children. Other 
essential elements for NIMART include clear clinical guidelines, referral protocols, 
clinical support for nurses new to ART, strong local management support and 
problem solving (Georgeu et al., 2012). 
All healthcare professionals, and particularly the nurses who spend most time with 
the children, require structured debriefing to assist them to cope with their current 
task. With the large numbers of patients that the nurses are seeing each day, 
there is little time to absorb the enormity of the suffering that they have to deal 
with, but emotion does appear to accumulate, as the researcher noted when more 
than one healthcare provider cried during the interview.  
Healthcare professionals expressed their views on areas of concern such as the 
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limited number of drug options available for children, and that the follow-up 
regimen of ART in children, which is not as effective as the one used for adults. 
On a positive note, antiretroviral treatment, when used correctly in children, is 
claimed to produce remarkable results. However, the opposite side is that most 
children are not receiving the drugs as they should, leading to reduced adherence 
levels and treatment failure, with fatal results (Michaels et al., 2006:1). Therefore 
the healthcare professionals have to deal with this double-edged sword of what 
the treatment can do versus the actual results, and have to work through the 
frustration and anger this causes them as they watch the children’s health 
deteriorate rather than improve.  
In reflection, it appears as though there is insufficient care for the children and, in 
many primary healthcare clinics, a lack of care in itself, for both healthcare 
professionals and HIV-positive children, all related back to the ubiquitous lack of 
resources in all facets of the healthcare services. There is an equal lack of staff 
development to update their knowledge of antiretroviral treatment, care and 
support and the copious data attached to these important aspects of care. 
The themes that emanated from the interviews with the Group 2 participants, 
namely the parents/caregivers, described many emotions linked to being HIV-
positive and caring for an HIV-positive child, from the parent’s perspective and the 
caregiver’s. Mostly this group attested to needing the same support, and having 
the healthcare requirements and assistance, but there were a few integral 
differences between parents caring for their own child and caregivers caring for 
someone else’s child, which were explored separately, when necessary.  
The lack of care and support for parents/caregivers was mentioned in numerous 
interviews, with participants relating negative experiences such as poor treatment 
linked to bad attitudes on the part of healthcare professionals. The older 
participants appeared more accepting of inadequate care than their younger 
counterparts, who appeared to be more aware of their rights as patients. The 
researcher found the dichotomy interesting and relevant to the study.  
Stigma and discrimination is a major area of concern for this group. It is hard 
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enough to deal with the diagnosis of HIV/AIDS without having to include the 
alienation and condemnation experienced by many of the participants from their 
family, friends, and community, as well as strangers at the clinics, who can see 
that they are HIV-positive because of where they wait for treatment and the colour 
of their patient folders. The effects of stigma and discrimination, and even the fear 
of experiencing the tangible hostility that accompanies this judgment, leads to 
those living with HIV or assisting their HIV-positive children to isolating 
themselves. In essence, this leaves them alone and unsupported to deal with the 
effects of HIV/AIDS. 
In addition, there is the poverty in which all Group 2 participants 
(parents/caregivers) live, which results in lack of food, clothing, and taxi fare to get 
to the clinic, and, in many cases, no permanent home structure. The healthcare 
professionals revealed their dissatisfaction at the circumstances in which the 
majority of their patients live, and their disappointment at being unable to assist. 
Adherence to the antiretroviral medication for the children was noticed to be an 
issue, with all parents/caregivers assuring the researcher that they are totally 
compliant with the times of the children’s medication. However, the appearance of 
many of the children and their obvious lack of recovery were testament to their 
lack of veracity. This is an area, crucial to recovery, that requires considerable 
work to ensure optimal results from the ART that HIV-positive children are 
required to take lifelong. 
Parents/caregivers mentioned areas in which they experienced unhappiness with 
the healthcare system, in particular the long waiting times at the clinics when they 
have to fetch medication for their child. Additionally they felt that the staff are not 
willing to assist them with their needs for information and education about the 
effects of HIV on their children and the ancillary effects of the antiretroviral 
medication, a concern for many of the parents/caregivers. A few of the participants 
suggested that the staff might require assistance in their own education, so that 
they are adequately able to assist their patients, particularly where incorrect 
information was imparted by staff or the wrong medication was given, which was 
reported by the parent/caregiver. 
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HIV/AIDS is a complex disease, which, with the optimum use of the antiretroviral 
medication, becomes a chronic disease. With the best possible control, patients are 
able to live long and productive lives. However, its complexity requires multifaceted 
and comprehensive interventions from healthcare services and professionals in the 
clinics. Again, the continuum of care that is required for children is lacking at clinic 
level, as is support for the parents/caregivers to assist them in their onerous task of 
caring for the children under mostly difficult circumstances. The lack of support at 
community level was cited as one of the hardest things to deal with, as was lack of 
assistance from social workers, particularly related to childcare grants and similar 
relief. 
After discussions with the promoters and peers, and checking data related to this field 
of study, one main concept emerged to optimise the provision of ART for children at 
primary healthcare clinics. Initially the researcher identified the concept of 
comprehensive treatment because the research participants had indicated that they 
experienced a need for comprehensive treatment, care and support in connection 
with the provision of antiretroviral treatment for children with HIV at primary 
healthcare clinics to assist with optimal adherence and wellness. After further 
discussions and literature searches, the concept of ‘care coordination’ was 
considered more appropriate because this term relates to the needs of those patients 
that have multiple health and social needs for which they require a specialised service 
delivery plan. Care coordination implies a methodical approach to delivering 
coordinated services, not just health interventions to improve health outcomes, while 
ensuring access to the healthcare system and other much-needed supports. 
‘Supports’ in this context refer to the role of strong partnerships between healthcare 
services and community organisations (Craig, Eby, & Whittington, 2011). Care 
coordination is a vital aspect of health and healthcare services. Where there is poor 
coordination of care, the possibility of inaccurate transmission of information exists, as 
well as inadequate communication, and a lack of follow-up care. The effects of poorly 
coordinated care are particularly evident for people with chronic conditions who are 
required to navigate a complex healthcare system to receive the care they need 
(National Quality Forum (NQF), 2010). 
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Care coordination is required to expedite care for all patients, and, consistent with 
this research study, children requiring ART at primary healthcare clinics. Care 
coordination would help to improve numerous factors in the healthcare setting ‒ in 
this case the primary healthcare clinics that were referred to in Chapters 3 and 4 ‒ 
so that patient outcomes related to the provision of ART for children are 
developed, enhanced and expanded. Because with the advent of ART, HIV/AIDS 
has become a chronic disease, the word ‘chronic’ was added to care coordination 
to fully embrace the needs of children with HIV and their need for long-term care 
continuity. These needs include making care safe, effective, patient-centred, 
timely, efficient and equitable (McDonald, Sundaram, Bravata … Owen, 2007:1). 
Accordingly, the concept ‘care coordination’ was identified in preference to the 
concept ‘comprehensive’ treatment, and with the addition of ‘chronic’ becomes 
‘chronic care coordination’. 
5.2.1.2 Classifying the concepts 
Figure 5.1 below illustrates the researcher’s thinking map regarding the 
identification and categorisation of the major concepts and associated concepts, 
which will be refined later in this chapter. 
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FIGURE 5.1 THINKING MAP FOR THE CLARIFICATION OF CONCEPTS 
 
 
Agents 
Healthcare professionals 
and 
Parents/caregivers 
In antiretroviral services of PHC 
clinics 
 
Recipient 
 
Children 
Requiring comprehensive 
treatment, care and support for 
ART at PHC clinics 
Procedure 
The procedure clarifies what the chronic care condition model for children requiring ART 
at PHC clinics will comprise to optimally meet the comprehensive treatment, care and 
support needs of each HIV-positive child 
Dynamics 
Continuous self-reflection, which embraces systematic, deliberate and focused critical 
reflection, will assist in enhancing individual accountability and promote continued 
competence among the healthcare professionals in the antiretroviral services of PHC 
clinics 
 
Context 
 
Antiretroviral services within the PHC clinic setting, widely dispersed in Nelson Mandela 
Bay district health services to provide comprehensive treatment, care and support for all 
HIV-positive children requiring ART at PHC clinics 
Terminus 
 Development of a chronic care coordination model to enable the 
healthcare professionals working in the antiretroviral services in PHC 
clinics to reach the goal of optimising comprehensive treatment, care 
and support for HIV-positive children requiring ART 
 A well-managed child on ART 
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Dickoff et al. (1968:422‒423) constituted a survey list with which to classify the 
concepts that form part of a conceptual framework that is required in theory 
generation. The survey list was an inventory of factors that were acknowledged as 
affecting movement towards the goal or purpose (Chinn & Kramer, 2008:53). A 
purpose or goal is required so that a path to achieving the goal (optimising the 
comprehensive treatment, care and support for HIV-positive children requiring 
ART) can be developed. For this reason, the survey list described by Dickoff et al. 
(1968:423) was used to classify the concepts that were then utilised in the 
development of the model by providing ‘six ways to look at one thing’ in the 
expectation of revealing different features as the point of view shifts. The survey 
list includes the agent, recipient, context, dynamics, procedure and terminus (See 
Figure 5.1 for concept clarification). 
• The agent in this model is initially the healthcare professionals who make 
up the healthcare team, with the professional nurse coordinating the 
chronic care coordination for the parents/caregivers. The 
parents/caregivers eventually also become agents when they assume 
responsibility for the healthcare needs of the children in their care, after 
they have been assisted to become partners with the healthcare team in 
providing optimum treatment care and support for the HIV-positive children 
requiring ART at primary healthcare clinics. 
• The recipient in this model is the HIV-positive child who is attending the 
primary healthcare clinic with a parent/caregiver in order to obtain ART for a 
chronic disease that requires care coordination. 
• The context in this model is developed and described within the 
antiretroviral services of the primary healthcare clinics in which the 
interviews were conducted. These clinics are widely dispersed in Nelson 
Mandela Bay, South Africa. 
• The dynamics in the model is continuous self-reflection, which embraces 
systematic, deliberate and focused critical reflection in order to enhance 
individual accountability and continued competence. Self-reflection is 
considered a form of critical thinking, which, if engaged in continuously, will 
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serve to improve the quality of practice for all healthcare professionals. 
• The procedure clarifies what the chronic care coordination model will 
consist of in order to meet the needs of the HIV-positive children who 
require ART at primary healthcare clinics.  
• The terminus is the development of a chronic care coordination model to 
enable the healthcare professionals in the antiretroviral services in primary 
healthcare clinics of reach the objective of optimising comprehensive 
treatment, care and support for HIV-positive children, in order to reach the 
goal of a well-managed child on antiretroviral therapy.  
5.2.1.3 Defining the main concepts 
The conceptual or theoretical framework of the research study is built up from a 
structure of concepts. Concepts are the images or representative figures that 
assist in explaining an abstract idea. Concepts then are the main elements that 
make up the theory and are used to communicate the abstract ideas within the 
theory (Lobiondo-Wood & Haber, 2010:58). Concepts are said to be primitive, 
concrete or abstract, depending on their ability to be observed in the real or 
physical world. Primitive concepts are those that share a common meaning, such 
as the colour ‘blue’, which is blue or not blue when defining a colour. Concrete 
concepts are those that can be defined by primitive concepts, are limited by time 
and space, and can be observed in the real world. For instance, although the word 
‘temperature’ is abstract, if the temperature for today in Port Elizabeth is given, 
this is concrete because the concept is dependent on a specific time and place. 
Abstract concepts are not observable and are independent of time and space, but 
they can be defined by primitive or concrete concepts (Walker & Avant, 2005:26).  
Creating conceptual meaning is a theory-building approach that carefully 
examines opinions and understandings that are generated in connection with word 
symbols. Although considered a logical starting point for creating theory, it does 
not necessarily have to be undertaken first. Conceptual meaning is not 
discovered; it is created, or deliberately formed from experience so that it brings a 
dimension of meaning to a conscious, communicable awareness. Therefore, 
conceptual meaning conveys thoughts, feelings, and ideas that reflect the human 
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experience of the concept. Conceptual meaning is created by considering all three 
sources of experiences related to the concept: the word, the object, and the 
associated feelings. The same word can be used to represent more than one 
phenomenon, and a single phenomenon can be represented by numerous words. 
Each word conveys a slightly different meaning since the evolution of words and 
their multiple meanings are complex (Chinn & Kramer, 2008:186). 
Definitions are explicit meanings that provide information about conceptual 
meaning, in that they can clarify the nature of the abstraction that the theorist is 
constructing. In other words, they help to elucidate common uses and ideas 
associated with the concept. Existing definitions can help to identify core elements 
about objects, perceptions or feelings that can be represented by the word, and 
suggest how word representations of an idea are expressed in experience (Chinn 
& Kramer, 2008:226). Concepts may be defined in a list of definitions that are 
accessed via dictionaries, which provides synonyms and antonyms, and convey 
commonly accepted ways in which words are used. These are termed ‘descriptive 
definitions’, which means that the attributes of the concept are simply listed or 
described, but the context in which the word is used is not explained. In other 
words, descriptive definitions do not supply or explain the full range of perceptions 
associated with a word, especially when the word has a unique use within a 
discipline or represents a relatively abstract concept (Walker & Avant, 2005:164).  
As the concepts of the theory are identified and conceptualised, theoretic 
definitions develop, which then form the basis for and signify empiric indicators 
and operational definitions for concepts that are needed in research. In this way, 
meanings are conveyed that pertain to the domain of the discipline from which the 
theory comes (Chinn & Kramer, 2008:210).  
In view of the above discussion, both dictionary and subject definitions will be 
used to give conceptual meaning to the main concept identified in this study. 
Various dictionaries, subject textbooks, Internet sites, journals and peer-reviewed 
journals were explored and extensive reading undertaken to describe and 
understand the main concept identified. 
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The main concept ‘chronic care coordination’ is now defined. The concepts are 
first described individually, that is ‘chronic’, ‘care’, ‘coordination’ and then ‘care 
coordination’ in the following paragraphs. Various literature sources, as indicated 
above, are used. The results of concept analysis, if done precisely, in that the 
attributes of concepts used in theory development are carefully defined, make it 
easier for others to better understand the phenomenon being discussed (Walker & 
Avant, 2005:64). 
• Dictionary definitions of the concept ‘chronic’ 
The concept ‘chronic’ is an adjective which, when referring to an illness, indicates 
‘persisting or continuing for a long time or constantly recurring’. When related to a 
problem, ‘long lasting’, ‘often for the remainder of a person’s lifetime’, are 
highlighted. Chronic can refer to a bad habit, ‘a chronic liar’. It also refers to 
quality, ‘of a very poor quality’. Derivatives include ‘chronically’ and the adverb 
‘chronicity’ and origins of this word include ‘chronique’ [French] , and ‘khronikos’ 
‘of time’ and ‘khronos’ ‘time’ [Greek]  (Soanes & Stevenson, 2008:255).  According 
to Chambers English Dictionary (Kirkpatrick, 1983:272) ‘chronic’ means 
‘continuing for a long time’, ‘developing slowly, or of a long duration’, ‘relating to 
time, deep seated or long continued’.Kirkpatrick (1983:224) describes ‘chronic’ as 
‘lasting a long time: of a disease, deep seated or long continued’. In Dorland’s 
Illustrated Medical Dictionary (Dorland, 2007:365) ‘chronic’ is defined as 
‘persisting over a long period of time’ and ‘applied to a morbid state, designating 
one showing little change or extremely slow progression over a long period’ .  
Exploring synonyms for some of the main words in the definitions of chronic in 
Urdang (1991:325) the word ‘persisting’ comes from the word ‘persist’, a noun 
meaning ‘often’. ‘Persisting’ as an adjective means persistent, persevering, 
tenacious, steadfast, firm, fast, fixed, staunch, resolute, determined, unwavering, 
undeviating, stubborn, obstinate, indefatigable, also continuing, constant, 
continuous, unending, unceasing, non-stop, unremitting, interminable, and 
continual. In Pearsall (1998:1394) ‘persistent’ is explained as ‘to continue firmly 
or obstinately in an opinion or course of action in spite of difficulty or failure and 
occurring over a prolonged period of time’. The word ‘long’ in Urdang (1991:252) 
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when used as an adjective means extensive, extended, elongated, large, great, 
big, lengthy, prolonged, protracted, sustained’. The word ‘lasting’ from Urdang 
(1991:240) is an adjective meaning permanent, enduring, durable, ever-lasting, 
long-term, undying and eternal. The word ‘lasting’ is described as ‘enduring or 
able to endure over a long period of time’ (Pearsall, 1998:1039). ‘Endure’ is an 
integral word here, which means to ‘suffer something painful or difficult, to tolerate 
something’ (Pearsall, 1998:610). 
According to Urdang and Swallow (1983:227) ‘chronic’ means ‘(of a disease or 
disorder) developing slowly and persisting for a long period of time, often for the 
remainder of the lifetime of the patient’. In Venes (2005:449), the medical 
dictionary definition of ‘chronic’ is given as ‘of long duration, denoting a disease 
showing little change or of slow progression’. In Urdang (1991:57), synonyms for 
‘chronic’ comprise ‘long-lasting, long-standing, lingering, persistent, continuing, 
long-lived, endless, enduring, ceaseless, habitual, prolonged, unending, and 
unhealable’. Cape and Dobson (1974:72) describe ‘chronic’ as being ‘of long 
duration’. ‘Chronic’ is depicted as a ‘persistent or recurring condition or group of 
symptoms; chronic disorders steadily deteriorate, often despite treatment and the 
patient is increasingly unable to carry out his or her daily activities’ (Marcovitch, 
2005:137). In Pearsall (1998:327) chronic is defined as ‘(of an illness) persisting 
for a long time; long lasting and difficult to eradicate’. McLeod (1984:99) adds 
incurable, ingrained, appalling, atrocious, awful and dreadful as thesaurus entries 
for ‘chronic’. In view of the above definitions, it appears as though ‘chronic’ and 
the main words that constitute its definition in numerous texts is something with 
which an individual will require considerable assistance, treatment care and 
support, particularly children. It is evident that this is a long-term undertaking by 
those who need to supply the necessary therapy. 
Other dictionary definitions of chronic include ‘habitual or rooted’ and refer to 
behaviour related to addiction, such as ‘chronic alcoholic or drug addict’ (Soanes 
& Stevenson, 2008:255). The word chronic is also used to describe something 
that was considered not good, or ‘very bad’ in the form of ‘the play was chronic’ 
(Pearsall, 1998:327). 
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• Subject definitions of the concept ‘chronic’ 
Chronic is defined in connection with illness in Stanhope and Lancaster 
(2008:351) as ‘an illness in which a cure is not expected and nursing activities 
address function, wellness, and psychosocial issues’. Chronic illness occurs 
over a long period and is characterised by acute exacerbations and remissions. 
Chronic disease or illness can affect multiple systems in the body and accordingly 
is expensive to treat and discouraging for the patient and family to deal with. 
Chronic illness therefore requires highly technical medical care, particularly 
owing to its penchant for causing disability and accompanying activity restrictions. 
Because a cure is not expected in chronic illness, nursing activities are required to 
be holistically oriented with the focus on healing rather than curing. This can be 
accomplished by concentrating on the development of self-management skills in 
the patient or, in this study, the children and their parents/caregivers. The nurse is 
required to be in partnership with the patient and parents/caregivers and to give 
attention to all resources needed to manage the disease within and outside the 
medical system so that the patient can make the best possible choices on a day-
to-day basis according to the limitations imposed by the disease (Stanhope & 
Lancaster, 2008:376).  
The reason for utilising the term ‘chronic’ for a disease such as HIV/AIDS, which 
hitherto has been referred to as communicable (which it is) as opposed to non-
communicable, which indicates a chronic disease, follows a UNAIDS press 
release (2012), which states that the profile of HIV/AIDS is currently undergoing 
an alteration from a life-threatening disaster to a manageable chronic disease, 
despite its status as a global pandemic. There are consistent attempts to 
characterise HIV as a chronic disease, despite the contention by many that it is a 
unique global health challenge that requires special status, which serves to 
exceptionalise the epidemic (Colvin, 2011). Assisting to make it possible to deal 
with HIV/AIDS as a chronic disease is the new treatment initiative by WHO and 
UNAIDS, ‘Treatment 2.0’ (WHO & UNAIDS, 2011:3). The principles applied in this 
treatment programme include the provision of high-quality drugs that are easy to 
take, easy to monitor and affordable. Additionally, it is recommended that delivery 
systems should be adapted and communities mobilised to achieve sustainable 
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access to treatment WHO & UNAIDS, 2011:3). These principles are particularly 
pertinent to the most-at-risk populations such as children, and focus on facilitating 
access to treatment and care for this vulnerable population. This needs to be 
managed within the confines of remaining aware that conventional notions of 
chronicity are often inadequate to capture the complexities of HIV/AIDS (Colvin, 
2011). 
There is still a relative lack of evidence about the full impact of the economic 
burden of chronic disease or illness (Suhrcke, Nugent, Stuckler & Rocco, 
2006:8).The care of the child with a chronic illness is a specific challenge in 
nursing, particularly owing to the rapid physical, psychological and social growth 
that occurs during childhood. As the child grows, the impact of the illness can 
alter, which can affect the child psychologically, and cause immense stress and 
concurrent psychological damage, which can lead to behavioural problems and 
emotional difficulties. There is an equal crisis for the parents/caregivers as they 
strive to deal with their own emotions linked to the diagnosis of chronic illness 
and simultaneously try to deal with the care and protection of the child. Healthcare 
professionals need to be aware of these requirements and of the stressors 
wrought on the family under such circumstances so that they are equipped to 
adequately assist such families and provide quality care and optimal treatment 
(Sidey & Widdas, 2005:129‒130). 
It is said that the rapid advances in healthcare have changed the experience of 
chronic illness in childhood, mostly because children with chronic illness are able 
to live longer owing to improved healthcare, particularly in developed countries. 
Increasingly children are living longer with diseases previously considered fatal, 
owing to improvements in early diagnostic testing and treatment, which assist to 
enhance quality of life as well as longevity (James & Ashwill, 2007:306). Children 
with chronic illnesses such as HIV/AIDS are classified as having special 
healthcare needs because they are at an increased risk of developing chronic 
physical, behavioural, developmental, and emotional conditions, which will require 
health and related specific services of a type and amount beyond those generally 
required for children (James & Ashwill, 2007:307). Therefore, the goals of care for 
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a child with a chronic illness are to achieve and maintain the highest level of 
health and function possible. This includes cognitive, emotional, physical, and 
psychological. To achieve such goals, the family system needs to be included, 
which will incorporate the parents/caregivers, siblings and any extended family 
members involved in the care of the child. It is important to ensure that the family 
stays intact, and that they are able to maintain normalisation and maximise 
function throughout the illness, which will necessitate a family-centred approach to 
nursing care (James & Ashwill, 2007:311). 
 Dictionary definitions of the concept ‘care’ 
The concept care is defined as ‘the provision of what is necessary for the health, 
welfare, maintenance and protection of someone or something; serious attention 
or consideration applied to an action or plan; like to have or be willing to do 
something; look after and provide for the needs of’ (Soanes & Stevenson, 
2008:213). Pearsall (1998:275) adds ‘serious attention or consideration applied to 
doing something correctly or to avoid damage or risk’. In the Chambers Dictionary 
(Kirkpatrick, 1983:228) care translates to ‘affliction, anxiety, residential or non-
residential medical or social welfare services, to be concerned, to provide for, to 
look after or to watch over, care and maintain, caregiver or carer’. In industry the 
derivation of ‘maintain or maintenance’ refers to ‘keeping in found condition e.g. 
the industrial plant is maintained’ 
The word provision means ‘supplying, equipping, prerequisite, preparation/pre 
arrangement, precautionary steps or measures’ (Urdang, 1991:362). The word 
health is defined as ‘the state of being free from illness or injury; a person’s 
mental or physical condition’. The origin of this word is ‘whole’ (Soanes & 
Stevenson, 2008:658). Health is delineated as ‘condition, fit, well, time, 
constitution, shape, in good health, strong, sturdy, thriving, nourishing, 
wholesome, nutritious, well-being, salubriousness’ (Urdang, 1991:193). The origin 
of health, which is whole, is described as ‘entire, complete, uncut, full, intact, 
unbroken, total, in one piece, unharmed, undamaged, unimpaired, well, healthy, 
strong, totality’ (Urdang, 1991:549). 
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The word maintenance is analysed here to show derivations of the meaning: 
‘continuance, perseverance, persist, prolong, sustain, perpetuate, upkeep, care, 
conservation, support, contribution, carrying on, prolongation’ (Urdang, 1991:258). 
Protection means ‘safekeeping, safeguard, safety, keep safe, preservation, 
shield, care, guardianship, watch over, take care of, nurture, care for, shelter’ 
(Urdang, 1991:360). Attention means ‘heed, regard, notice, concentration, 
observant, alert, intent, contemplation, scrutiny, thought, intentness’ (Urdang, 
1991:21). Consideration means ‘thoughtful, kind, compassionate, regard, 
concern, attentiveness, solicitude, thoughtfulness, kind-heartedness, caring, 
reflection, deliberation, cogitation, compensation, sensitive, attentive, rumination 
(Urdang, 1991:70). The concept look after means ‘care for, take care of, be 
responsible for, attend to, mind, watch, serve, wait on, nurse, protect, supervise, 
take charge of’ (Urdang, 1991:252). The word responsible, which is an integral 
part of looking after someone, is further defined as ‘accountable, answerable, 
liable, chargeable, ethical, trustworthy, dependable, decision making, managerial’ 
(Urdang, 1991:396). 
In Varley (1992:124) care is defined as ‘in a serious attention or thought condition; 
to avoid damage or loss, protection, supervision, a thing to be done or seen to, 
feel concern or interest, willingness to do, to provide for, be concerned with’. Fox, 
Moon & Stock (1987:206) define the concept care as ‘important to you, interested 
in, concerned about, choose to do something, the act of constantly providing what 
a person or thing needs to keep them in good condition or to make them well, and 
to make sure that they do not come to harm; to do something with care is done 
slowly and with great attention to do it properly, to not make mistakes or damage 
anything; make sure there is no harm done, to deal with something’. Van der Wal 
(in Pera & Van Tonder, 2011:22) lists words associated with care and caring as 
‘commitment, competence, compassion, communication, empathy, empowerment, 
holism, justice, knowledge, listening, self-actualisation, self-care, self-
development, self-actualisation, therapeutic’.  
An important word mentioned above is holism, which is defined in Soanes and 
Stevenson (2008:680) as ‘the treating of the whole person, rather than just the 
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symptoms of a disease’. In Urdang and Swallow (1983:515) holism or wholism is 
defined as ‘a philosophical concept in which an entity is seen as more than the 
sum of its parts’. Holistic is defined as ‘of or pertaining to the whole; considering 
all factors, as holistic medicine’. Most importantly, holistic healthcare is defined 
as ‘a system of comprehensive or total patient care that considers the physical, 
emotional, social, economic, and spiritual needs of the person, the response to an 
illness, and the impact of the illness on the person’s ability to meet self-care 
needs’.  
Exploring the word self extrapolates these meanings: ‘a person’s essential being 
that distinguishes them from others, a person’s nature or personality, one’s own 
interests or pleasures’. The word self also indicates ‘by one’s own efforts, or by 
one’s own actions’. 
The concept concern means ‘relate to, be connected, involved with, be busy with, 
solicitude, consideration, regard, care, be interested in, be of importance to, 
attentiveness’ (Urdang, 1991:68).  
The concept interested means ‘attention, attentiveness, concern, regard, intent, 
engagement, engrossed, captivated, fascinated, curious, involved, importance’ 
(Urdang, 1991:227). 
In social work, care refers to ‘protective custody or guardianship provided by local 
authorities for children whose parents are dead’ (Pearsall, 1998:275). Waite 
(2008:116) adds the following to the definition of care ‘safe keeping, supervision, 
management, guidance, superintendence, responsibility, trust’. There are other 
important aspects of care that are integral in this study. These include ‘handle with 
care’, related to working with chemicals, as an example and incorporate 
‘observance, attention and caution’. Corresponding meanings include ‘choose 
words with care, have discretion, judiciousness, circumspection, accuracy’. Of 
comparable importance are ‘worry, trouble, tribulation, affliction, woes, suffering, 
pain, pressure, consideration, regard, solicitude, sympathy and respect’ (Waite, 
2008:116).  
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From BusinessDictionary.com, care is defined as ‘level of active concern, or lack 
of negligence, towards avoidance of possible dangers, mistakes, pitfalls, and risks, 
demanded of a party as a duty or legal obligation’.  
Subject definitions of the concept ‘care’ 
Caring is considered the main characteristic of nursing, in which caring is an 
essential indicator of quality healthcare. Caring is also regarded as doing what is 
good and right by and for others, and accordingly is a central ethic in nursing (Van 
der Wal, in Pera & Van Tonder, 2011:17). Caring is based on an attitude of 
nurturing, to act by affection and regard, and includes growth and the optimisation 
of potential. It excludes all forms of neglect and oppression and focuses on 
protecting, enhancing and preserving humanity by helping the patient and his or 
her significant others to find meaning in illness, suffering, pain and existence by 
helping them to gain self-knowledge, control and self-healing. By caring for 
patients and their families, a sense of inner harmony can be re-established 
regardless of the difficulties experienced within the pain and suffering (Van der 
Wal in Pera & Van Tonder, 2011:23).  
Caring is multifaceted. According to Van der Wal (in Pera & Van Tonder, 2011:24‒
25) caring is both a verb, ‘to care’, and a collective noun in which a whole range of 
ethical, moral and religious concepts and principles are involved, as noted in the 
dictionary definitions mentioned previously. Caring is based on knowledge, skills, 
experience and values, is culturally situated and is regarded as being about doing 
what is right and good for the patient in one’s care. All nurses should strive to 
integrate principles of caring such as a humane attitude and appropriate emotions, 
together with the scientific knowledge and technological skills embedded in 
nursing and healthcare. 
In nursing literature and the literature of moral philosophy, the semantics of the 
terms ‘care’ and ‘caring’ are important. Although ‘care’ and ‘caring’ are used 
synonymously, care sometimes implies a procedure and a scientific orientation 
that is lacking in the innate human attributes of concern and empathy. Therefore, 
two nodes of meaning take shape, namely feelings/emotions and doing/action 
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(Van der Wal in Pera & Van Tonder, 2011:22‒23).  
Caring is an integral part of nursing practice that includes healing, curing, and 
improving the patient’s health. It is enhanced by shared vulnerability between the 
nurse and patient and activities directed toward the welfare of the patient and 
family. Nurse caring includes activities such as active listening, comforting, getting 
to know the patient as a person, respecting the patient, therapeutic touch, 
providing information to the patient that enhances and encourages decision 
making, perceiving the patient’s needs (and those of his or her family) and 
providing good physical care. Caring includes being a patient advocate, enabling 
the patient to make informed decisions, and promoting autonomy (Rankin, 
Stallings & London, 2005:4). Caring embraces assisting the patient to feel safe, 
comforted and valued, which will be enhanced by the accuracy and commitment of 
the clinical and caring knowledge of the nurse. Accordingly the nurse’s scientific 
knowledge, clinical reasoning and caring practices are intertwined and socially 
embedded towards optimal health and caring practices resulting in quality patient 
care (Rankin et al.,2005:4). Caring is said to be a ‘delicate balance of comfort and 
challenge and a creative ability to maximise resources for the patient’s benefit’ 
(Rankin et al., 2005:4). 
McKinnon (in Linsley, Kane & Owen, 2011:64‒65) proffers an interesting opinion 
about caring as it pertains to the essence of nursing, by linking caring firmly to 
the nurse-patient relationship and illustrating the impact of patient-centredness 
on practice outcomes. It is postulated that the nurse-patient relationship is a 
unique channel to be used to adequately assess the needs of the patient in order 
to effectively negotiate an appropriate package of care. Patient leadership in care 
planning is deemed invaluable and is contextualised as patient empowerment. 
The nurse-patient relationship is the essential component in caring, without 
which the patient is reduced to a set of problems, complaints and insulated 
organic disease states, which need to be addressed. According to this author, the 
greater the investment in expert personal delivery of healthcare through high 
levels of qualified nurses, the more positive the outcomes for patients. This 
presupposes that the nurse-patient relationship is optimal and is acknowledged as 
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the tool which maximises all other healthcare interventions.  
According to McKinnon (in Linsley, Kane & Owen, 2011:66‒72) a number of 
features are required for a successful nurse-patient relationship, including 
engagement, which is defined in this context as the willingness to become 
involved, combined with the desire to pursue an understanding of the patient’s 
situation as he or she sees it. Engagement lays the groundwork for a trust 
relationship to build between healthcare provider and patient. Listening, one of 
the most difficult communication skills to learn and master, is essential in caring, 
because helping is about listening much more than doing. Poor listening results in 
incomplete patient profiles, which lead to poorly focused care. Concordance is 
the next concept linked to the nurse-patient relationship by this author and 
encompasses healthcare as a partnership of equals on which care planning is 
negotiated. The premise here is that patients have the right to actively participate 
in their own care. Concordance implies that patients have responsibilities as well 
as rights and encourages patients to act on their own behalf. Patient-
centeredness and concordance are considered particularly important when 
nursing those with chronic diseases, and even more essential in the public health 
sphere, where interdisciplinary collaborative working with disadvantaged groups is 
integral to practice, and lifestyle change is required as the end goal of care 
planning. It is regarded as imperative for healthcare professionals to form service 
user partnerships with patients and patient groups that inform public health or 
community health practice, failing which the patients whose needs are required to 
be met will be further marginalised. Empowerment is considered essential to 
assist patients, their families and communities to improve their quality of life and 
health. Healthcare professionals need to make sure that the resources the patient 
and their family need are available to expedite empowerment. Certainly many 
patients suffering from chronic diseases have considerable expertise in their own 
disease, which needs to be acknowledged. Nurse-patient relationships require a 
different way of framing care to incorporate these important concepts to ensure 
optimal and quality treatment and care for their patients. Additionally, a care plan 
is defined as a dynamic document that outlines nursing care and patients’ needs 
and how to meet them. A requisite for a care plan is continuous assessment and 
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includes nursing diagnosis, nursing interventions, outcomes, that ensure 
consistency of care, and may be standardised (Stedman, 2005:238). 
Assessment is defined as ‘evaluation, appraisal and analysis’ (Waite, 
2008:45).  
In Dorland (2007:300) care is defined as ‘services rendered by members of the 
health professions for the benefit of a patient, also called treatment’, which is quite 
a ‘sterile’ interpretation of what should be a core component in healthcare 
provision. Conversely Kyle and Carman (2013:12), in discussion about nursing 
care and children, believe that the overall goal in caring for children is to promote 
and assist the child to maintain optimal levels of health while recognising the 
influence of the family on the child’s wellbeing. These authors submit that 
parents/caregivers play a critical role in the health and wellbeing of the children in 
their care, especially since children require access to care that is continuous, 
comprehensive, coordinated, family-centred and compassionate. Children 
require care that focuses on their rapidly changing physical, developmental and 
emotional needs. It is proposed that this is best achieved within a family focus of 
care, so that atraumatic therapeutic care is ensured. These submissions are 
particularly relevant to this study, which is based on the provision of 
comprehensive treatment, care and support of ART for children. 
Every healthcare provider, regardless of title, setting or speciality, should strive to 
provide patients and their families with an opportunity to learn during all their 
healthcare encounters. Optimal patient care and concurrent patient education 
will reduce feelings of helplessness, enhance knowledge and skills, and promote 
a continuum of care, a factor that is highlighted when caring for children (Rankin 
et al., 2005:24). 
• Dictionary definitions of the concept coordination  
According to Soanes & Stevenson (2008:314), coordinate means ‘bring the 
different elements of (a complex activity or organisation) into an efficient 
relationship; negotiate with others to work together effectively; match or harmonise 
attractively; in chemistry a coordinate forms a coordinate bond to; adjective: equal 
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in rank or importance; in mathematics each of a group of numbers used to indicate 
the position of a point or line or plane’. Coordination adds ‘the action or process of 
coordinating’. Pearsall (1998:404) defines coordinate similarly: ‘bring the different 
elements of a complex activity into a relation that will ensure efficiency or 
harmony; the organisation of the different elements of a complex body or activity 
so as to enable them to work together efficiently’. Varley (1992:124) defines 
coordinate as ‘coordination of parts into a proper relationship to cause them to 
function together in a proper order’. In Urdang (1991:73) coordinate is defined as 
‘organise, classify, order, arrange, systemise, categorise, group, rate, integrate’.  
The word ‘effective’, from ‘effect’, means ‘change that is a result or consequence 
of an action or other cause; used to refer to the state of being or becoming 
operative; the extent to which something succeeds or becomes operative; cause 
something to happen, bring about policy changes’. The origin of the word effect is 
Middle English and old French or Latin – efficere – is to accomplish, from ex = out, 
thoroughly, and facere = do, make. Effective means ‘fulfilling a specified function’. 
Efficiency means ‘state of quality or being efficient, an action designed to achieve 
this’. Efficient means ‘achieving maximum productivity with minimum wasted effort 
or expense; working in a well organised and efficient way’ (Pearsall, 1998:590).  
Coordination is defined by Dorland (2007:419) as the ‘harmonious functioning of 
interrelated organs and parts, applied especially to the process of the motor 
apparatus of the brain that provides for the co-working of particular groups of 
muscles for the performance of definite adaptive useful responses called 
integration’. In Marcovitch (2005:163) coordination is defined in a similar way as 
‘the governing power exercised by the brain as a whole, or by certain centres in 
the nervous system, to make various muscles contract in harmony and so produce 
definite actions (instead of meaningless movements)’. In Urdang (1991:73) 
coordinate is defined as ‘arrange systematise, order, cooperation, collaborate, 
synchronise  
In Pearsall (1998:949) integrate is defined as ‘combine (one thing) with another, 
so that they become whole; bring into equal participation’. Integrate is derived from 
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the Latin work integrat = ‘made whole’. The word ‘integral’ is defined as ‘necessary 
to make complete, essential or fundamental, included as part of the whole rather 
than supplied separately’ (Pearsall, 1998:948). Integral is defined by Urdang 
(1991:226) as ‘basic, elementary, fundamental, essential and intrinsic’ and 
integrate as ‘combine, unite, put together, merge, join, consolidate, mesh, 
integrate all parts into a coherent whole’ 
Harmony is defined by Pearsall (1998:838) as ‘the quality of forming a pleasing 
and consistent whole’. In Urdang (1991:191) harmony is defined as ‘agreement, 
accord, compatibility, rapport, unanimity, unity, consonance, congruity, balance, 
orderliness, closeness, togetherness’. McLeod (1984:128) adds ‘correlate, 
integrate, mesh, organise, synchronise and systematise’ to the previous definitions 
of harmony.  
The word system is defined as ‘a complex whole, a set of things working together 
as a mechanism or interconnecting network; an organised system or method; 
orderliness, method’ and systematise as ‘arrange according to an organised 
system; make systematic’ (Soanes & Stevenson, 2008:1462). Systematise means 
to ‘standardise, arrange, methodise, classify, put in order, regulate’ (Urdang, 
1991:490). Waite (2008:998) adds ‘make uniform, rationalise, plan’. 
Coordination of benefits refers to ‘insurance policy provisions that govern how 
benefits for multiple insured parties are to be paid. The total benefits paid are 
linked so that the amount paid on behalf of the insured does not exceed the fee for 
the service provided’ (Venes, 2005:523).  
According to Business Dictionary.com, coordination means ‘the synchronization 
and integration of activities, responsibilities, and command and control structures 
to ensure that the resources of an organization are used most efficiently in pursuit 
of the specified objectives. Along with organizing, monitoring, and controlling, 
coordinating is one of the key functions of management‘ 
• Subject definitions of the word ‘coordination’ 
Coordination helps to prevent overlap and disorder and guarantees that 
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everyone is working towards the same objectives. This can be achieved by 
effective communication, which can be accomplished by creating an appropriate 
organisational structure, making sure that everyone can express ideas without 
restrictions, and ensuring clear lines of communication and responsibilities 
(Hubley & Copeman, 2010:323). In Clark (2008:18) coordination is defined as the 
‘process of organising and integrating services to best meet client needs in the 
most efficient manner possible’. The key here is organisation of care to meet the 
patient’s needs optimally, and as effectively as possible, which is done by 
coordination, which is referred to as care/case management, or the grouping of 
people with similar needs in order to meet the needs of each person cost-
effectively. This is done by developing networks of providers that combine to 
provide services for specific population groups in a way that will maximise 
resources and ensure a continuum of services or care. Primary healthcare nurses 
are often instrumental in initiating systematic interorganisational coordination 
activities for the benefit of their patients in which information transfer between 
healthcare professionals and patient is facilitated.  
The primary healthcare nurse is in a perfect position to coordinate care for his or 
her patient. In doing so he or she will fulfil several functions, namely determining 
who is providing care for the patient, where services might be overlapping, and 
where gaps in care exist. The primary healthcare nurse should communicate with 
other providers about the particulars of the patient’s situation and needs, with the 
consent of the patient. An example of assisting the patient and coordinating 
services would be to arrange the mother and child’s ART appointments on the 
same day. Coordinating appointments in this manner will assist the parent with 
limited finances to obtain needed healthcare for herself and her child with one trip. 
Another coordination function would be to coordinate much-needed 
multidisciplinary team meetings to adequately discuss cases in order to assist 
patients to improve their health. Coordination includes synchronising the efforts 
of the primary healthcare clinic staff with those of other agencies such as social 
workers, psychologists, and non-governmental organisations in the area (Clark, 
2008:18).  
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Coordination firmly implies that the traditional ‘top down’ or pyramid system that 
placed the medical practitioner at the top is no longer viable, owing to the 
complexity of the modern healthcare system. The multiplicity of current needs of 
patients in a healthcare system means that no single profession, even medicine, 
can encompass the expertise required to adequately treat, support and care for 
patients. Consequently it is incumbent on healthcare professionals to find new 
ways of working together to coordinate care for the benefit of the patient (McGee, 
2009:47). This is summarised by Stanhope and Lancaster (2008:237) as 
‘coordinating is the conscious activity of assembling and directing the work efforts 
of a group of healthcare professionals so that they can function harmoniously in 
the attainment of the objective of patient care’.  
In coordinating care for each patient, to ensure optimal treatment and care and to 
assist the patient to optimise self-care activities, the nurse needs to employ case 
management strategies. This will assist the nurse practitioner to fully integrate and 
coordinate quality care for all patients. Case management is defined as ‘a 
collaborative process of assessment, planning, facilitation, and advocacy for 
options and services to meet an individual’s health needs through communication 
and available resources to promote quality cost-effective outcomes’ (Lyon & Grow 
in Nies & McEwen, 2011:153). It is a complex activity owing to the multiple 
providers whose services need to be coordinated throughout a patient’s 
continuum of care, particularly children and their families. Care by multiple 
providers (the patient, family, significant others, community organisations, social 
workers, healthcare workers) must be assessed, planned, implemented, and 
adjusted as necessary. All activities should be mutually agreed upon and goals 
should be achievable (Stanhope & Lancaster, 2008:238).  
Because coordinating care for patients across the health spectrum is a complex 
activity, the services of a specialised healthcare provider to synchronise such care 
would be inestimable, and essential. According to Lyon & Grow (in Nies and 
McEwan 2011:156‒157) the case manager’s role in caring will vary from area to 
area, depending on the programme and services to be offered. The nurse case 
manager’s role is to actively participate with his or her patients to identify and 
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facilitate options and services so that comprehensive care is coordinated to meet 
all of the patient’s health needs. The main goal is to decrease fragmentation and 
duplication of care, and thereby to enhance quality, cost-effective clinical 
outcomes for each patient. Nursing case management should be seen as a self-
motivated and systematic collaboration approach that can be used to provide and 
coordinate healthcare services to a defined population, which in this study is 
children requiring ART at primary healthcare clinics.  
The word collaboration (mentioned previously) is closely interlinked with 
coordination in the context of providing care for patients, and means ‘work jointly 
on an activity or project’ (Soanes & Stevenson, 2008:280). Stanhope and 
Lancaster (2008:237) add ‘mutual sharing and working together to achieve 
common goals in such a way that all persons or groups are recognised and growth 
is enhanced’. In McGee (2009:47) collaboration is ‘a dynamic interpersonal 
process in which two or more individuals make a commitment to each other to 
interact authentically and constructively to solve problems and learn from each 
other to accomplish identified goals, purposes or outcomes’ which, while similar to 
the previous definitions, gives more detail as to how this would apply to 
healthcare. Peu (2008:46) delineates collaboration as ‘the building of alliances, 
associations, cooperation, partnerships and teamwork’.  
Collaboration could be confused with the role of coordination. Clark (2008:19) 
points out that coordination is more of a management function that entails 
ensuring patients are assisted to achieve optimal healthcare consistently, and 
without gaps and overlaps, while collaboration involves joint decision making. 
Collaboration and coordination both necessitate working with patients and other 
healthcare professionals who contribute to the healthcare of the patient. 
Coordination is required in collaboration. All healthcare professionals involved in a 
programme of care for each patient should work together to set mutually 
achievable goals that are placed within a mutually acceptable plan to achieve 
them. Collaboration prevents ‘silos’ of care, in which each healthcare provider 
designs and provides his or her own programme according to area of expertise for 
each patient, with some coordination between efforts by the case manager. 
30 
CHAPTER FIVE:  A DESCRIPTION OF THE DEVELOPMENT OF A CHRONIC CARE COORDINATION 
MODEL FOR HIV-POSITIVE CHILDREN REQUIRING ANTIRETROVIRALTHERAPY AT PRIMARY 
HEALTHCARE CLINICS 
 
Collaboration is a fairly new concept, which requires mutual respect and 
collegiality among all healthcare professionals in a clinic or other healthcare 
facility. For collaboration to work effectively, good communication and joint 
decision making are requisites among healthcare professionals (Clark, 2008:19). 
Egalitarianism, trust, respect and partnership differentiate collaboration from other 
styles of working, particularly owing to the requirement that all members of the 
team are treated as equals, with equal say in planning and decision making.  
Collaboration requires coordination. Coordination is often viewed as a 
neglected issue, the importance of which is not always acknowledged. Yet without 
coordination the contribution of each collaborator might not take place at an 
appropriate time in the patient’s overall treatment and care regime. If someone 
does not take responsibility for the coordination of care, the patient might not 
receive all the required therapy and treatment, to the detriment of the outcome 
health-wise (McGee, 2009:48). Regarding children and care, the nurse in 
particular provides direct nursing care, in the form of comprehensive care, to 
children and their families in times of illness, injury, recovery and wellness, all of 
which is based on the nursing process. To ensure support and care for children 
and their families the nurse should develop a therapeutic relationship with the 
child and their family, preferably in the form of family-centred care, in which 
diversity within the family structure and culture are considered (James & Ashwill, 
2007:19).  
Healthcare requires strengthening at community level and in particular at primary 
healthcare clinics close to communities. There needs to be more emphasis on 
family-centred care and community-based health services radiating from the 
nearest clinic. All nurses in a clinic should expect to care for children and their 
families, and should prepare to function in a variety of roles to provide optimal 
quality care for their patients. These functions include care provider, educator, 
collaborator and coordinator, whereby nurses collaborate with other members 
of the healthcare team, often coordinating and managing the child’s care. Care is 
improved when an integrated, interdisciplinary approach is used, and nurses 
are able to work effectively and efficiently with dieticians, medical practitioners, 
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pharmacists, and other healthcare professionals who can improve the child’s 
condition, particularly related to chronic conditions (James & Ashwill, 2007:20).  
• Dictionary definitions of the concept ‘care coordination’ 
The researcher was not able to find the words care and coordination listed 
together in the dictionaries used in this study. However, an Internet search 
accessed the term in the Free Dictionary (2012) where Care coordination was 
defined as the brokering of services for patients to ensure that needs are met and 
services are not duplicated by the organizations involved in providing care; the 
process in which the primary care physician, who sends a patient for specialist or 
other services, continues to manage the patient, assures follow up, and continuity 
of care’ 
Furthering the Internet search, the researcher discovered the following definition, 
which succinctly positions the definition of care coordination relationally to 
children, which are the focus of this study: ‘Care coordination is a central, on-going 
component of an effective system of care for children and youth with special 
healthcare needs and their families. Care coordination engages families in 
development of a care plan and links them to health and other services that 
address the full range of their needs and concerns. Principles of care coordination 
reflect the central role of families and the prioritization of child and family 
concerns, strengths and needs in effective care of children with special healthcare 
needs. Activities of care coordination may vary from family to family, but start with 
identification of individual child and family needs, strengths and concerns, and aim 
simultaneously at meeting family needs, building family capacity and improving 
systems of care ‘(Ryan & Allen, 2005:1). 
McAllister, Presler and Cooley (2007:4) proffered the following definition of care 
coordination: ‘ideal care coordination provides timely access to services, 
continuity of care, family support, strengths-based rather than deficit-based 
thinking and advocacy. This is very time consuming whether accomplished by 
parents alone or by parent professional partnerships.’ 
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• Subject definitions of the concept ‘care coordination’ 
Sebastian and Martin (in Stanhope & Lancaster, 2008:561) succinctly define care 
coordination as ‘linking clients with services’.  
Lundy and Janes (2009:17) advanced the argument that nurses in today’s 
healthcare systems should remain informed about the complexities related to care 
coordination to adequately assist their patients. Nurses are the only healthcare 
professionals who are expressly educated to assess patients’ health status and 
risks, unhealthy lifestyles, and health education needs. They are able to provide 
support and reassurance while caring for current and potential health problems 
and act as advocates for primary and preventive care services. In coordinating 
care, the community health nurse is competently prepared to provide healthcare 
with the direction needed to focus on providing a full range of quality, cost-
effective services to assist the patient and his or her families.  
James and Ashwill (2007:5) give a definition of case management as performed 
by the care coordinator for the child: ‘case management is a practice model that 
uses a systematic approach to identify specific clients and manage care 
collaboratively to ensure optimal outcomes through access to the best available 
resources’ and ‘a case or care coordinator, who focuses on both quality and cost 
outcomes, coordinates the services needed by the patient and family. Inherent to 
case management is the care coordination by all members of the healthcare 
team.’ 
In the ANA Congress on Nursing Practice and Economics Position Statement 
(2012:3) care coordination is defined as that which ‘promotes greater quality, 
safety, and efficiency in care, resulting in improved healthcare outcomes and is 
consistent with nursing’s holistic, patient-centred framework of care. A 
knowledgeable healthcare professional deliberately designated to coordinate care 
is necessary to effectively utilize resources within the set of complex health 
systems and multiple providers in accordance with patient and family care needs.’ 
Another definition of care coordination is given ‘as the facilitation of access to and 
coordination of medical and social support services for high-risk populations 
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across different providers and organizations. It includes public and private, 
covered and non-covered, services resulting in improved health and quality of life. 
Care coordination is multifaceted and involves needs identification, assessment, 
prioritizing, and monitoring. A care coordinator is required to communicate, 
network, and educate as well as advocate for resources to meet a family’s needs 
for their child’ (Colorado Department of Health and Environment, 2006:6).  
According to the Colorado Department of Health and Environment (2006:6), care 
coordination is essential to ensure that certain needs are met, which means that 
healthcare professionals should:  
• Plan beyond the medical needs of the child to meet social, developmental, 
educational, vocational, and financial concerns 
• Assist the family to traverse the complexity of the service system with its 
different entry points and eligibility criteria 
• Acknowledge the importance of the family’s role in the centre of care 
coordination; families are the most knowledgeable about their child’s 
condition and they become effective leaders and partners in the care 
coordination process as their skills and strengths are supported, and their 
opinions valued and respected  
• Allow children and their families to benefit from understanding their options 
of services and resources that meet their unique needs 
• Accept that partnerships with families among providers, agencies, 
programs, specialists, and primary care providers are essential for effective 
care that truly serves families 
These essential needs lead to the overall objectives of care coordination required, 
which are described in ANA Congress on Nursing Practice and Economics 
Position Statement  (2012:4) as: 
• Improving and sustaining the quality of life for the family and the child 
• Assuring and ensuring access to optimal care 
• Improving systems of care for children with special healthcare/chronic 
healthcare needs  
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When working with children, as in this study, care coordination concentrates on 
including the family in the care planning for the child, with the parents/caregivers 
as partners in care (as stated above). This partnership between healthcare 
professionals and family is termed ‘family-centred care’ and is defined as ‘the 
professional support of the child and family through a process of involvement, 
participation, and partnership underpinned by empowerment and negotiation’ 
(Peate & Whiting, 2006:17). 
Care coordination is highlighted in Allender, Rector and Warner (2010:51) as a 
component of case management, in which case management is ‘a systematic 
process by which a nurse assesses clients’ needs, plans for and coordinates 
services and evaluates progress to ensure that the patients multiple service needs 
are met in a cost-effective manner to provide a continuity of care’. 
Lyon and Grow (in Nies & McEwan, 2011:154) consider care coordination the 
overall goal of care management. Care management is defined as ‘programs that 
apply systems, science, incentives and information to improve medical practice 
and to allow patients and their support systems to participate in a collaborative 
process with a goal to improving medical, social and mental health conditions 
more effectively’. Care coordination ‘improves the coordination of services to 
patients who are enrolled in the care management programme and eliminates or 
minimises duplication’. 
In Sidey and Widdas (2005:130‒131) family-centred care is cited as the best 
approach to assisting healthcare professionals to optimally coordinate care to 
assist children with chronic diseases and their families. The needs of the child 
are considered within the context of the family unit. Family members are viewed 
as the primary carers and effective care depends on negotiation and partnership. 
Healthcare professionals should enhance their interpersonal skills and knowledge 
levels to work optimally and effectively within the complex and varied family 
relationships that they will encounter. Facilitation of parent/caregiver-professional 
collaboration at all levels of healthcare is imperative to implement comprehensive 
care that adequately supports the family as a whole (holistically). 
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According to Kyle and Carman (2013:339), the nurse in the community has the 
opportunity, as a care coordinator, to provide direct care for the child, especially at 
home. Community nurses manage the child’s condition, provide a supervision role, 
and focus on promoting and preserving health. Therefore they are educators, 
managers of care, care coordinators, and advocates for the child as well as 
providers of direct care. In Kibbe (2001:56): 
 [C]are coordination is a term that encompasses a variety of care 
management methods – from case to disease management – that aim to 
improve the quality of care provided to patients with chronic illness while 
decreasing avoidable costs associated with their delivery. Care 
coordination is viewed by its practitioners (mostly specially trained nurse 
case managers) as a method for decreasing the fragmentation of health 
delivery sites and, through better planning and monitoring of patient care 
plans, ending the confusion and uncertainty that often attend care for 
patients with complicated illnesses or multiple medical problems. Care 
coordination also is a means to increase the likelihood that patients with 
chronic illness will achieve recommended care and adhere to best practices 
for specific illnesses and conditions. Finally, care coordination is a 
collaborative and team approach that recognizes the importance of keeping 
the attending physicians informed while enhancing information sharing and 
communication among providers so as to maintain a fabric of continuity. 
Ehrlich, Kendall, Muenchberger and Armstrong (2009:5) describe five common 
elements of care coordination: assess (identify chronic conditions and unhealthy 
behaviours); advise (briefly); agree (by setting collaborative goals and action 
plans); assist (provide more extensive education, counselling, and self-help tools); 
and arrange (organise services, follow-up and reinforcement). These are 
summarised as collaborative problem definition, targeting, goal setting and 
planning, a continuum of information, self-management training and support 
services, and active and sustained follow-up. Care coordination is defined as 
‘required when people’s care needs are complicated such that there is a 
requirement for ‘multiple on-going interventions from a variety of healthcare 
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professionals’. Coordination of care is considered conceptually complex and is 
associated with the provision of safe, quality care for people with chronic disease. 
Coordination of care is essential for vulnerable populations and ensures that 
children in particular do not ‘fall through the cracks’ in the continuum of care. The 
principle of person-centred care is considered integral to care coordination of 
chronic disease, which includes advocacy, social and psychological support, 
upholding rights and confidentiality, customisation of care to comply with the 
values and needs of the patient and addressing spiritual and cultural needs.  
Care coordination requires a cooperative multidisciplinary care team, an 
identified coordinator and defined team roles, facilitation of communication among 
all partners, evidence based policies, procedures and protocols and flexible care 
provision (Ehrlich et al., 2009:26‒27). 
According to McDonald et al. (2007:34–38), coordinated care programmes refer 
to:  
[t]hose that target chronically ill persons 'at risk' for adverse outcomes and 
expensive care and that meet their needs by filling the gaps in current 
healthcare. They remedy the shortcomings in healthcare for chronically ill 
people by (1) identifying the full range of medical, functional, social, and 
emotional problems that increase patients' risk of adverse health events; (2) 
addressing those needs through education in self-care, optimization of 
medical treatment, and integration of care fragmented by setting or 
provider; and (3) monitoring patients for progress and early signs of 
problems. Such programs hold the promise of raising the quality of 
healthcare, improving health outcomes, and reducing the need for costly 
hospitalizations and medical care.’ These authors submit that ‘coordination 
means integrating or linking together different parts of an organisation to 
accomplish a collective set of tasks. 
The provision of care for chronic disease, especially in children, is complex and 
care coordination is essential to the adequate provision of comprehensive 
healthcare, particularly for children with HIV/AIDS. Families living with HIV/AIDS 
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are required to interface with numerous services or agencies because they have 
to cope with social, psychological and medical issues, often simultaneously, and 
require care coordination (Zeichner and Read, 2006:773).  
IDENTIFYING ATTRIBUTES OF THE CONCEPTS 
Numerous occurrences of the concepts have been examined. A list of defining 
attributes will be presented in tabular form to assist in defining the main concept, 
chronic care coordination. According to Walker and Avant (2005:63‒64) the 
researcher utilises concept analysis to determine the defining attributes of each 
concept. The researcher then endeavours to show the cluster of attributes that are 
most frequently associated with the concept to capture the most critical elements 
of each concept. A considerable number of possible meanings have been 
identified, from which the researcher will decide on the most informative and 
suitable in terms of the development of the model for chronic care coordination.  
A list of the attributes that the researcher has grouped together for the concept 
‘chronic’ from the dictionary definitions and subject literature is shown in 
Table 5.2: 
  
38 
CHAPTER FIVE:  A DESCRIPTION OF THE DEVELOPMENT OF A CHRONIC CARE COORDINATION 
MODEL FOR HIV-POSITIVE CHILDREN REQUIRING ANTIRETROVIRALTHERAPY AT PRIMARY 
HEALTHCARE CLINICS 
 
TABLE 5.2:  LIST OF ATTRIBUTES OF THE CONCEPT ‘CHRONIC’ 
ATTRIBUTES OF THE CONCEPT ‘CHRONIC’ 
Advocacy 
Caregivers 
Case manager/management 
Challenge 
Chronically 
Complex diseases include chronic medication 
with concomitant risk of non-adherence 
Comprehensive healthcare 
Constantly recurring 
Constant 
Continuation of care 
Coordinated care 
Counselling  
Enduring over a long period of time 
Engagement 
Extensive 
Family-centred approach 
Healthcare professionals/professionals 
Highly technical medical care 
Incurable 
Healing 
Holistic  
Involve the father in child’s care 
Lifetime 
Long duration 
Long term 
Maintain care 
Multidisciplinary/Interdisciplinary team 
Nursing care activities address function, 
wellness and psychosocial care 
Optimal healthcare 
Parents 
partnership 
Prevention of discrimination and stigmatisation 
Problem-solving approach  
Quality care 
Quality of life 
Relationships 
Coordinated and comprehensive healthcare  
Self -management  
Special healthcare needs 
Sustained care 
Technical medical care 
Tolerance 
Trust 
Trusting relationships 
Based on the list of attributes of the concept ‘chronic’ as displayed in Table 5.2, 
the researcher extracted a list of essential and related attributes, which are 
displayed in Table 5.3 below:  
TABLE 5.3:  LIST OF ESSENTIAL AND RELATED ATTRIBUTES OF THE CONCEPT 
‘CHRONIC’  
ESSENTIAL ATTRIBUTES RELATED ATTRIBUTES 
Holistic nursing care activities for children 
 
 
 
 
 
 
 
 
 
Healthcare professionals working effectively 
within interdisciplinary healthcare team 
Patient advocacy and case management  
 Family-centred approach in which healthcare 
team assists parents/caregivers to optimally care 
for the child 
Nursing care to supply long-term comprehensive 
healthcare needs 
Active partnership with parents/caregivers to 
assist with optimal adherence to medication  
 
 
Provision of good quality technical medical care 
Adjust focus among the team to concentrate on 
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ESSENTIAL ATTRIBUTES RELATED ATTRIBUTES 
 
 
 
Provision of what is necessary for maintenance 
of special healthcare needs 
supporting patients and their families with 
continuing care long term  
 
Planning long term healthcare interventions 
Provide continuum of care 
Therapeutic relationships between staff, patients 
and family 
The attributes gathered from the dictionaries and subject literature of the concept 
‘care’ are displayed in Table 5.4 below: 
TABLE 5.4: LIST OF ATTRIBUTES OF THE CONCEPT ‘CARE’ 
ATTRIBUTES OF THE CONCEPT ‘CARE’ 
Accountability 
Active listening 
Answerable  
Assessment of needs 
Analysis  
Appraisal  
Attention  
Attitude of nurturing 
Care for 
Care planning 
Commitment  
communication 
Compassion/compassionate 
Competence 
Complete 
Comprehensive healthcare 
Concern 
Concordance 
Consideration 
Consistency of care 
Continuum of care 
Continuous assessment 
Coordinated 
Decision making  
Dependable  
Dynamic 
Environment 
Equipping 
Emotional care 
Empathy  
Empowerment  
Engagement 
Ethical  
Monitoring  
Nurse/patient relationship 
Participation 
Partnerships 
Patient advocate 
Patient-centredness 
Patient empowerment 
Patient education 
Perceiving patient and family needs 
Perseverance 
Person’s essential being 
Nursing diagnosis 
Nursing interventions 
Pertaining to the whole person 
Physical care 
Planning care  
Procedure 
Promote autonomy 
Providing information 
Providing good physical care 
Optimal patient care 
Quality healthcare 
Quality treatment and care 
Reflection  
Rehabilitation 
Respect  
Responsibility  
Rumination 
Scientific knowledge/sequential progression of steps 
Scientific orientation 
Self 
Self-actualisation 
Self-care needs 
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ATTRIBUTES OF THE CONCEPT ‘CARE’ 
Ethical moral and religious concepts 
Evaluation  
Family centred/family focus of care 
Feel concern or interest 
Guardianship 
Guidance 
Health care encounters 
Health service management  
Holistic/Holism 
Holistic health care 
Informed consent and decisions 
Inner harmony 
Interested in 
Knowledge and skills 
Lack of negligence 
Level of active concern 
Liable  
Listening 
Justice 
Keep safe 
Knowledge 
Maintenance 
Management 
Maximise resources 
Self-development 
Self-knowledge 
Social care 
Spiritual care 
Standardised  
Suffering 
Superintendence 
Supervise 
Supplying 
Support 
Sustain 
Sympathy 
Take care of 
Take charge of 
Technological skills 
Therapeutic care 
Total health care 
Treating the whole person 
Trust 
Valued  
Wellbeing 
Whole 
Wholism 
Based on the list of attributes of the concept ‘care’ as displayed in Table 5.4, the 
researcher extricated a list of essential and related attributes, which are displayed 
in Table 5.5 below:  
TABLE 5.5:  LIST OF ESSENTIAL AND RELATED ATTRIBUTES OF THE CONCEPT 
‘CARE’ 
ESSENTIAL ATTRIBUTES RELATED ATTRIBUTES 
Patient-centred care 
 
 
 
 
 
 
 
 
 
Provision of total healthcare by healthcare 
professionals 
View child as a whole person with specific 
needs 
Plan for holistic health, complete care 
Recognise the patient as a person worthy of 
respect and valued 
Empower patient and family regarding self-
management of disease  
Facilitate participation and partnerships among 
healthcare professionals  
Assess needs 
Maximise resources to optimise patient care 
 
Providing information relevant to care 
Attitude of nurturing 
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Communication/listening 
Family focus of care 
Supportive  
Compassionate/therapeutic care 
 
ESSENTIAL ATTRIBUTES RELATED ATTRIBUTES 
 
Provision of total healthcare by healthcare 
professionals 
 
 
 
 
 
Healthcare encounters 
 
Commitment to improving knowledge and skills 
Responsible for patient and family wellbeing 
Accountability towards patient and family 
Patient health education 
Willingness to be in partnership with patient and 
family to ensure self-needs are met 
  
Providing information relevant to care 
Attitude of nurturing 
Communication/listening 
Family focus of care 
Supportive  
Compassionate/therapeutic care 
The attributes assembled from the dictionaries and subject literature of the 
concept coordination are shown in Table 5.6 below: 
TABLE 5.6:  LIST OF ATTRIBUTES OF THE CONCEPT ‘COORDINATION’ 
ATTRIBUTES OF THE CONCEPT ‘COORDINATION’ 
Achieve maximum productivity 
Active participation  
Adequate treatment, care and support 
Arrange according to an organised system 
Assessment  
Avoid duplication of services 
Balance 
Basic 
Bring about policy changes 
Bring into equal participation 
Build alliances 
Care by multiple providers 
Care/case management  
Coherent whole 
Collaboration 
Common goals 
Commitment to interact authentically 
Community based health services 
Complex activity into efficient relationship 
Complex whole 
In a proper order 
Information transfer 
Interconnecting network 
Integrating services 
Interdisciplinary approach 
Interpersonal process 
Interstaff coordination 
Management 
Manage care  
Monitoring 
Mutual agreement 
Optimal treatment and care 
Orderliness 
Organisation of care/mobilise 
Organised system or network 
Partnerships 
Patient needs 
Patient’s situation 
Planning 
Put together  
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Comprehensive care 
Cooperation 
Coordination of comprehensive care 
Coordination of healthcare services 
Cost effective 
Decision making 
Decrease fragmentation  
Effective communication 
Efficiency 
elementary  
Equal in rank or importance 
Enhance quality of care 
Expertise 
Facilitation of options 
Family-centred care 
Healthcare providers functioning harmoniously 
Reach objective of patient care 
Regulate 
Resources 
Sequential steps of care 
Standardise 
State of being or becoming operative 
Strengthen community based services 
Supervision  
Support  
Synchronise 
Systematic collaboration 
Systematic interorganisational coordination 
Teamwork 
Therapeutic care 
Trust 
Work together efficiently  
Based on the list of attributes of the concept ‘coordination’ as displayed in Table 
5.6, the researcher extracted a list of essential and related attributes, which are 
shown in Table 5.7 below: 
TABLE 5.7:  LIST OF ESSENTIAL AND RELATED ATTRIBUTES OF THE CONCEPT 
‘COORDINATION’ 
ESSENTIAL ATTRIBUTES RELATED ATTRIBUTES 
Case management  
 
 
 
 
 
Healthcare professionals functioning 
collaboratively in an integrated manner 
 
 
Promote balanced care 
 
 
Mobilise and coordinate resources 
Interdisciplinary collaboration 
Organisation of care and monitoring  
Team approach to care and treatment 
Integration of care by multiple providers 
Planning to reach common goals 
 
Care by multiple healthcare providers 
Strengthen partnerships between all members 
of the healthcare team, patients and family
  
Build alliances to improve health outcomes 
using available expertise 
 
Family-centred care 
Decrease fragmentation and duplication of care 
Use a team work approach for efficiency and 
effectively 
Community participation to support patient’s 
needs 
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The attributes gathered from the dictionaries and subject literature of the concept 
‘care coordination’ are shown in Table 5.8 below: 
TABLE 5.8:  LIST OF ATTRIBUTES OF THE CONCEPT ‘CARE COORDINATION’ 
ATTRIBUTES OF ‘CARE COORDINATION’ 
Access to services 
Active and sustained follow-up 
Advocate for resources 
Assuring and ensuring access to optimal care 
Best practices 
Care/case management programme  
Central role of families 
Chronic illness/disease 
Collaboration 
Communication  
Complex healthcare systems 
Comprehensive care 
Continuity of care 
Customisation of care to comply with values 
and needs 
Counselling 
Educate patients 
Education of healthcare professionals 
Effective system of care 
Empowerment of patients and family 
Evaluation of care 
Evidenced based policies and procedures  
Family centred care 
family’s role in care coordination for the child 
Flexible care provision 
Follow up of patients 
Healthcare professionals 
Holistic approach 
Identified care/case coordinator 
Improve health outcomes  
Integration of care 
Interpersonal skills 
Involvement 
Improved health outcomes 
Improvement in delivery of care 
Improve and sustain quality of life  
Inform all stakeholders 
Information sharing 
Integration  
Interpersonal skills 
Knowledgeable 
Linking together 
Manage care collaboratively 
Minimise duplication of services 
Multifaceted care 
Multiple providers 
Negotiation/negotiated care 
Network 
Nurses holistic patient-centred framework of care 
Nurses as managers of care 
Nurses as educators 
Organisation 
Patient management  
Problem definition 
Optimisation of healthcare 
Optimal outcomes 
Participation 
Partnerships 
Patient education re self-care 
Patients’ rights 
Person-centred care 
Planning and monitoring 
Primary care providers  
Quality, safety and efficiency in care 
Recommended care 
Science  
Self-management training  
Social and psychological support 
Supervision  
Support services 
Systematic approach to care needs 
Team approach 
Unique needs of each patient 
Based on the list of attributes of the concept ‘care coordination’ as displayed in 
Table 5.8, the researcher extracted a list of essential and related attributes, which 
are shown in Table 5.9 below: 
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TABLE 5.9:  LIST OF ESSENTIAL AND RELATED ATTRIBUTES OF THE CONCEPT 
‘CARE COORDINATION’ 
ESSENTIAL ATTRIBUTES RELATED ATTRIBUTES 
Systematic approach to chronic disease 
management 
 
 
 
  
Continuity of care to enhance healthcare 
quality 
 
 
 
 
Organise and equip healthcare teams 
 
 
 
 
 
 
 
 
 
 
Monitoring and evaluation 
Healthcare team approach  
Improvement in delivery of care  
Self-management skills education  
Implement case management programmes  
Identify care/case coordinators 
 
Holistic approach is used to encompass a 
patient-centred framework of care 
Link patients with required services 
 
 
 
Supervision and support from management  
Provide opportunities for staff continuing 
education 
Facilitate communication, collaboration and inter 
organisational healthcare 
Healthcare professionals to integrate knowledge 
and new technologies to ensure that they are 
competent 
Overcome professional silos by encouraging a 
team based approach  
 
Evidence-based tools 
Assess comprehensive care processes  
Appraise outcomes and perspectives of 
healthcare team and family 
Utilise heath information technology 
Measure and track performance of healthcare 
team and family 
 
Table 5.10 below reflects an analysis of the concept ‘chronic care coordination’: 
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TABLE 5.10: ANALYSIS OF THE CONCEPT ‘CHRONIC CARE COORDINATION’ 
CHRONIC CARE COORDINATION CARE COORDINATION 
 
Essential 
attributes 
Related attributes Essential attributes Related attributes 
Essential 
attributes 
Related 
attributes 
Essential 
attributes Related attributes 
Holistic nursing 
care activities 
for children 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Healthcare 
professionals 
working 
effectively within 
interdisciplinary 
healthcare team 
 
 
 
 
 
 
 
 
• Patient advocacy and 
case management 
• Family centred 
approach where 
healthcare team 
assists parents/ 
caregivers to 
optimally care for the 
child 
• Nursing care to 
supply long-term 
comprehensive 
healthcare needs 
• Active partnership 
with parents/ 
caregivers to assist 
with optimal 
adherence to 
medication 
 
 
• Provision of good 
quality technical 
medical care 
• Adjust focus among 
team to concentrate 
on supporting 
patients and their 
families with 
continuing care long 
term 
 
 
 
 
 
Patient-
centred care 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Provision of 
total patient-
centred care 
 
 
 
 
 
 
 
 
 
 
 
 
• Child is viewed as a whole 
person with specific needs 
• Care planning for holistic 
health, complete care 
• Recognition of the patient 
as a person worthy of 
respect and valued 
• Empower patient and 
family regarding self-
management of disease 
• Facilitate participation and 
partnerships among all 
healthcare  
• Attention to healthcare 
plan and assessment of 
needs 
• Maximise resources to 
optimise patient care 
 
 
• Commitment to improving 
knowledge and skills 
• Responsibility for patient 
and family well-being 
• Accountability towards 
patient and family 
• Patient health education 
• Willingness to be in 
partnership with patient 
and family to ensure that 
self-needs are met 
 
 
 
 
Case 
management 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Healthcare 
professionals 
functioning 
collaboratively 
in an 
integrated 
manner 
 
 
 
 
 
 
 
 
 
 
 
 
• Interdisciplinary 
collaboration 
• Organisation of 
care and 
monitoring 
• Team approach 
to care and 
treatment 
• Integration of 
care by multiple 
providers 
• Planning to 
reach common 
goals 
 
 
• Care by multiple 
healthcare 
professionals 
• Accountability 
• Strengthen 
partnerships 
between all 
members of the 
healthcare 
team, patients 
and family 
• Build alliances 
to improve 
outcomes using 
available 
expertise 
 
 
 
 
Systematic 
approach to 
chronic 
disease 
management 
 
 
 
 
 
 
 
 
 
Continuity of 
care to 
enhance 
quality 
 
 
 
 
 
Organise 
and equip 
healthcare 
teams 
 
 
 
 
 
 
 
 
 
• Healthcare team 
approach 
• Improvement in 
delivery of care 
• Self-management 
skills education 
• Implement case 
management 
programmes 
• Identify care/case 
coordinators 
 
 
• Holistic approach is 
used to encompass a 
patient-centred 
framework of care 
• Link patients with 
required services 
 
 
 
• Supervision and 
support from 
management 
• Provide opportunities 
for staff continuing 
education 
• Facilitate 
communication, 
collaboration and 
interorganisational 
healthcare 
• Healthcare 
professionals to 
integrate knowledge 
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CHRONIC CARE COORDINATION CARE COORDINATION 
 
Essential 
attributes 
Related attributes Essential attributes Related attributes 
Essential 
attributes 
Related 
attributes 
Essential 
attributes Related attributes 
Provision of 
what is 
necessary for 
maintenance of 
special 
healthcare 
needs 
 
• Planning long-term 
healthcare 
interventions 
• Provide continuum of 
care 
• Therapeutic 
relationships 
between staff, patient 
and family 
 
Health care 
encounters 
• Providing information 
relevant to care 
• Attitude of nurturing  
• Communication 
• Family focus of care  
• Supportive  
• Compassionate/ 
therapeutic care 
 
Promote 
balanced care 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Mobilise and 
coordinate 
resources 
• Family-centred 
care 
• Decrease 
duplication of 
care 
• Achieve 
maximum 
productivity 
using a team 
approach 
efficiently and 
effectively 
 
 
 
 
 
• Community 
participation to 
support 
patient’s needs 
 
 
 
 
 
 
 
 
 
 
 
Monitoring 
and 
evaluation  
 
and new 
technologies to 
ensure that they are 
competent 
• Overcome 
professional silos by 
encouraging a team-
based approach 
 
 
 
• Evidence-based tools 
• Asses 
comprehensive care 
processes 
• Appraise outcomes 
and perspectives of 
healthcare team and 
family 
• Utilise health 
information 
technology 
• Measure and track 
performance of 
healthcare team and 
family 
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DESCRIPTION OF A MODEL CASE 
Having refined the concepts through identifying their defining attributes, the next 
stage of analysing concepts is to identify a ‘model’ case that contains all the stated 
attributes of the concept and is so called because it should be a pure case of the 
concept. There should be no doubt that the model case represents the concept 
being described. It should be a paradigmatic example or a pure exemplar (Walker 
& Avant, 2005:69). 
In accordance with model development, a model case, containing essential and 
related attributes of the concept, and a contrary case, giving a clear example of 
‘not the concept’, will now be written. The purpose is to provide a better 
understanding of the concept by demonstrating, first, in the contrary case, that 
none of the critical attributes of the concept chronic care coordination are evident, 
showing an example of what chronic care coordination does not consist of (Walker 
& Avant, 2005:71). The model case will then be presented to show the use of the 
concept that will demonstrate all the defining attributes of the concept (Walker & 
Avant, 2005:69). According to Chinn and Kramer (2008:196), the model case is 
constructed as an example of experiences that are presented or described so that 
the reader is able to find clarity on the meaning of the concept. A model case is 
thus another approach to creating conceptual meaning. The following contrary and 
model cases are based on fictitious scenarios related to the context of the study, 
in which the researcher will endeavour to explore the meaning and understanding 
of the concept of chronic care coordination: 
Contrary case  
Sylvia is a professional nurse who is working in a busy antiretroviral clinic, where 
she is expected to provide comprehensive treatment, care and support for the 
patients who attend at this clinic. She has 950 adult patients requiring ART and 10 
children under pre-school age. 
When Sylvia arrives on duty every morning a queue of patients are already waiting 
for her. This annoys her because it means she cannot enter her consulting room 
and even fetch a cup of coffee to start the day without expectant glances from the 
waiting crowd. The culture of clinic attendance is such that the patients are 
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advised to arrive early to be seen. It is not their fault that they then have to line up 
at the consulting room to await the arrival of the professional nurse. Sylvia ignores 
the friendly greetings from the queue of patients and marches past them in search 
of coffee. 
When she starts to see the patients, which is done in her own time, she is curt and 
officious, and is not prepared to listen to their queries or concerns. In this way 
Sylvia is not attempting to form a partnership with the patients that she consults 
with, and does not meet even the basic criteria related to comprehensive 
treatment, care and support for HIV-positive children requiring ART. The 
sooner she can sign up the medication for the patients and send them to the 
pharmacist assistant who works in this clinic, the better. 
When an aged grandmother arrives with an emaciated child who is struggling to 
breathe and has such severe thrush that his tongue can no longer fit comfortably 
in his mouth, Sylvia is more annoyed than ever. Sylvia is brusque and critical of 
the grandmother as she accuses her of not caring for the child and not giving the 
medication correctly. Sylvia does not endorse professional accountability and 
responsibility if one considers the way she treats her patients. Sylvia would 
benefit by establishing the practice of self-reflection in her professional and 
personal life so that she can truly contemplate her attitude, values, beliefs and 
how she treats her patients. In the meantime, as the consultation progresses, the 
grandmother hangs her head in shame and apologises, although she does not 
know what she has done wrong. She just knows that this nurse is angry with her. 
All the grandmother wants is for her grandson to be healthy, and she voices this 
quietly. Sylvia insensitively derides this comment by pointing out the obvious 
critical nature of the grandson’s disease, and that now she, as the nurse, has to 
sort out his condition. This is all said before checking the child’s chart, where, had 
she done so, according to acceptable standards of care and basic monitoring 
and evaluation responsibilities, Sylvia would have noted that the child had 
recently been admitted to the regional hospital owing to the failure of the first 
regimen of ART given to him. She would also have noted the doctor’s entry stating 
that the child had a resistant virus, and should immediately start on the next 
antiretroviral regimen. The doctor had cautioned that the child was already so 
critically ill that it was doubtful whether the next round of medication would make a 
49 
CHAPTER FIVE:  A DESCRIPTION OF THE DEVELOPMENT OF A CHRONIC CARE COORDINATION 
MODEL FOR HIV-POSITIVE CHILDREN REQUIRING ANTIRETROVIRALTHERAPY AT PRIMARY 
HEALTHCARE CLINICS 
difference, but consensus was to give the child every chance to survive, and he 
was discharged on the medication and referred back to the primary healthcare 
clinic nearest to his home for further comprehensive treatment, care and support. 
Having failed to check the charts, Sylvia misses all of this and therefore does 
not implement the treatment as it should have been done, and fails to provide 
comprehensive treatment, care and support to this critically ill child and 
distressed caregiver. 
Sylvia lectures the grandmother on giving the medication correctly, ignoring the pleas 
from the grandmother to show her the medication vials she brought with her, which 
will prove that she gives the medication as ordered. Sylvia writes up the next month’s 
supply of antiretroviral medication and thrusts the patient card into the grandmother’s 
hands. She does not add any treatment for the obvious medical conditions that the 
child is presenting with; nor does she refer the patient for further assistance of any 
nature, and she makes no effort to consult with any of the core interdisciplinary 
team present in the clinic on that day. In Sylvia’s opinion the grandmother has failed 
the child and she as a professional nurse is not there to fix that, despite the clear 
necessity for referral to appropriate support services.  
When the child and caregiver have left the consulting room, Sylvia writes cursory 
notes in the chart, which are not of an adequate monitoring standard, and will not 
assist in future evaluation of treatment, care and support rendered by this 
healthcare professional. The child is patently poorly managed, does not have 
health-related quality of life, and is in dire need of attention to relieve his 
obvious distress and discomfort.  
Model case  
Lorna is a 37-year-old professional nurse who used to work in the antiretroviral 
service of a busy primary healthcare clinic (context of the study). Lorna has recently 
been promoted to the position of clinic manager at this clinic and in this model case 
her experiences of trying to bring about change as a newly appointed manager are 
described:  
The primary healthcare clinic where Lorna works is situated in a semi-rural area, 
and is the closest clinic for a large population of patients, which means that every 
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day there are long queues of patients. A particular concern for Lorna was when 
the professional nurse in the antiretroviral service discussed with her, as a matter 
of urgency, the issues relating to children who require ART. Patients attend the 
clinic each month to fetch medication with their children, where they have to spend 
the whole day at the clinic. An ideal clinic would have a full core interdisciplinary 
team working each day. This would consist of the basic clinic team of 
professional nurse, pharmacist, medical practitioner and dietician.  
Lorna felt the need to think about the work environment and utilised self-
reflection to make sense of the events, situations and actions that occur in this  
primary healthcare  clinic. Self-reflection would enable Lorna to develop a sense of 
the problem on hand in order to change the situation from one of disorder and 
irritation to one of a more well-structured and harmonious setting for all healthcare 
professionals. 
Lorna invited the staff to a meeting at which the need for a pharmacist full time, 
and a nutritionist and medical practitioner to be more accessible to expedite 
care for the children requiring ART was discussed. It is arduous to consult with the 
children and their families and still have to personally dispense the medication and 
provide essential nutritional guidelines to ensure a well-managed child.  
As the clinic manager Lorna acknowledges that she has to ensure that there is 
interdisciplinary team collaboration, without which it will not be possible to fully 
integrate the necessary comprehensive treatment, care and support. All the 
healthcare professionals need to build adequate partnerships between the core 
interdisciplinary team, children and their parents/caregivers, which could be 
assisted by effective communication.  
The professional nurses agreed that a key approach would be to manage and 
maximise resources and support services for the good of the staff and the 
patients, and that effective management is essential, as is improving the 
knowledge and skills of all staff members in the clinic. Equally important is 
stakeholder participation, which includes all support services that can be that to 
promote the care of the children, as well as community participation, which 
ensures that the child and parents/caregivers are assisted where they live, as well 
as at the clinic. 
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Because of the nature of HIV/AIDS it is essential to promote comprehensive 
treatment, care and support for the children and their parents/caregivers. 
Therefore holistic systematic case management as an approach to integrating 
comprehensive treatment, care and support was propositioned, in which an 
analytic approach to care is suggested so that the child is methodically cared 
for. As the manager, Lorna would have to ensure that all staff members’ roles and 
responsibilities were clarified to prevent unnecessary duplication of tasks, or 
tasks simply not being performed.   
Using a case management approach means that the professional nurse 
working with the child and parent/caregiver would coordinate care for the child to 
ensure that all aspects of comprehensive treatment, care and support are 
covered. In addition, family and self-management support will be encouraged 
so that the parent/caregiver, and ultimately the child as patient, will be taught to 
take responsibility for their own treatment and be empowered with the knowledge 
required to do so efficiently and effectively.  
The staff all acknowledged the premise that Lorna had put forward, that to ensure 
comprehensive treatment, care and support for all patients, professional 
accountability is essential. This includes continuous self-reflection. Using 
continuous self-reflection the team members reflect on their day-to-day activities in 
order to improve service quality. Self-reflection facilitates the enrichment of each 
interdisciplinary team member’s professional development. All staff also need to 
be cognisant of, and adhere to their scope of practice. If all staff are available 
and performing the tasks that they are trained and legislated to do, clinical 
excellence in providing comprehensive treatment, care and support for HIV-
positive children requiring ART is achievable. 
The other area of great concern to Lorna as a new clinic manager is monitoring 
and evaluation. Lorna challenged herself and the staff working with her to 
become au faux with evidence-based clinical management principles so that 
they can truly optimise comprehensive treatment, care and support for HIV-
positive children requiring ART at this primary healthcare clinic. In addition, the 
need to embrace heath information technology was considered, because this 
would expedite monitoring and evaluation, which would assist in ensuring 
sustained follow-up care so that the defaulter rate of children will be better 
controlled. As a manager in charge of a primary healthcare clinic, Lorna wanted to 
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see an improvement in comprehensive treatment, care and support for HIV-
positive children requiring long-term ART so that the children attending this clinic 
were well managed.  
ESSENTIAL ATTRIBUTES OF THE CONCEPT 
Table 5.11 below reflects the essential attributes of the concept chronic care 
coordination. These attributes should be present in all instances of chronic care 
coordination related to the specific context. 
TABLE 5.11:  LIST OF ESSENTIAL AND RELATED ATTRIBUTES FOR THE 
CONCEPT ‘CHRONIC CARE COORDINATION’  
CHRONIC CARE COORDINATION 
ESSENTIAL ATTRIBUTES RELATED ATTRIBUTES 
  Interdisciplinary team collaboration • Integrated approach 
• Effective communication 
• Partnerships 
 
Manage and maximise resources 
and support services  
• Effective management  
• Update knowledge and skills  
• Stakeholder participation  
 
Holistic systematic case 
management 
• Analytic approach to care 
• Roles and responsibilities 
• Family and self-management support 
 
 Professional accountability • Continuous self-reflection  
• Scope of practice  
• Clinical excellence 
 
Monitoring and evaluation 
 
 
• Evidence based clinical management 
• Heath information technology 
• Sustained follow-up care  
 
Well-managed child • Health related quality of life 
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DEFINITION OF THE MAIN CONCEPTS OF THE STUDY 
Chronic care coordination is a collaborative interdisciplinary team approach 
that requires effective communication among participants, which is supported by 
the formation of workable partnerships. It is essential to manage and maximise 
resources and support services favourably with concurrent stakeholder and 
community participation to adequately facilitate holistic systematic case 
management, which is an essential component of the process. Professional 
accountability will ensure that staff at primary healthcare clinics are committed to 
maintaining acceptable standards of care, which is strengthened by continuous 
self-reflection, and the omnipresent monitoring and evaluation. A well-
managed child concludes the chronic care coordination process after effective 
optimal ART has been provided. 
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FIGURE 5.2:  CLASSIFICATION OF CONCEPTS 
 
Agent 
Healthcare professionals 
and 
Parents/caregivers 
In antiretroviral services of PHC 
clinics 
 
Recipient 
 
HIV-positive Children 
Requiring comprehensive 
treatment, care and support for 
ART at PHC clinics 
Dynamics 
Continuous self-reflection that embraces systematic, deliberate and focused 
critical reflection will enhance individual accountability and promote continued 
competence among the healthcare professionals working in the antiretroviral 
services of PHC clinics 
 
Context 
 
Antiretroviral services in the PHC clinic setting, widely dispersed in Nelson 
Mandela Bay, to provide comprehensive treatment, care and support for all 
HIV-positive children requiring ART at PHC clinics 
Terminus 
 Development of a chronic care coordination model to enable 
the healthcare professionals working in the antiretroviral 
services in PHC clinics of reach the goal of optimising 
comprehensive treatment care and support for HIV-positive 
children requiring ART 
 
 A well-managed child 
Procedure 
Chronic care coordination is an approach to optimise the comprehensive treatment, care and support for HIV-
positive children requiring ART.  Chronic rare coordination includes: 
• Core interdisciplinary team collaboration begins the process and utilises effective 
communication to build partnerships between the healthcare professionals, child and 
parents/caregivers 
• Manage and maximise resources and support services to ensure optimisation of comprehensive 
treatment, care and support for the HIV-positive child who requires ART at PHC clinics 
• Holistic systematic case management continues the process and requires a care/case manager to 
coordinate care using an analytical approach to ensure patient self-management 
• Professional accountability and concurrent continuous self-reflection strengthen the quality of 
care provided to HIV-positive children through the augmentation of commitment and 
responsibility in healthcare professionals at PHC clinics. 
• Monitoring and evaluation is vital to the sustainability of essential follow-up care, and is applied 
continuously to monitor all steps in the chronic care coordination process, followed by 
evaluation of the efficacy of the programme at each PHC clinic.  
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FIGURE 5.3 PROVISIONAL EXPLANATION OF THE CHRONIC CARE 
COORDINATION PROCESS 
Step 1 – Interdisciplinary team collaboration 
 
At the start of the process the core interdisciplinary healthcare team need to work together to build up meaningful 
and relevant partnerships between the core interdisciplinary healthcare team, child and parent/caregiver, utilising 
effective communication. The addition of self-reflective practices by all participants promotes and supports the 
formation of the effective partnerships that endorse cooperation with each other. For the purposes of this study the 
core interdisciplinary team referred to in the model is confined to those healthcare professionals usually working in 
the majority of PHC clinics, and accordingly consists of the professional nurse, medical practitioner, pharmacist and 
dietician.  
 
Step 2 – Manage and maximise resources and support services 
 
Effective management and powerful leadership are requisite to facilitate the capacity of the core interdisciplinary 
healthcare team in order to authentically benefit HIV-positive children requiring antiretroviral therapy. The manager 
will ensure that the team works with various support services to further improve the provision of care, by working in 
partnership with pertinent stakeholders.  
Step 3 – Holistic systematic case management 
 
A care coordinator to manage the healthcare team is designated and empowered to liaise between 
the members of the core interdisciplinary team and the parents/caregivers to promote the child’s 
access to antiretroviral services and the crucial holistic care. The professional nurse working with 
the HIV-positive children requiring antiretroviral therapy is the ideal person to fulfil this important 
and essential role, and systematically initiate a case management approach to expedite the 
provision of chronic care coordination. 
Step 4 – Professional accountability 
 
The core interdisciplinary healthcare team acknowledge their responsibility towards their patients 
through the process of continuous self-reflection, which embraces systematic, deliberate and 
focused critical-reflection. Self-reflection will assist to enhance individual accountability and 
responsibility to promote continued competence among the healthcare professionals working in 
the antiretroviral services of PHC clinics working with HIV-positive children requiring 
comprehensive treatment, care and support. 
Step 5 – Monitoring and evaluation 
 
A continuous process in which the core interdisciplinary team is required to make sure that they 
are able to work methodically regarding comprehensive monitoring and evaluation. When all 
aspects of the programme are monitored and evaluated adequately then it is possible to improve 
systems to provide optimal comprehensive treatment, care and support for children to promote 
health-related quality of life, which will achieve the goal of a well-managed child on antiretroviral 
therapy. 
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CHAPTER SUMMARY 
In this chapter a model has been developed that serves as a frame of reference 
for chronic care coordination for children who require ART at primary healthcare 
clinics. Through the concept, statement and theory-testing method of Walker and 
Avant (2005:183‒191) the concepts of ‘chronic’ ‘care’ and ‘coordination’ have 
been defined and a conceptual definition of chronic care coordination has been 
suggested. In Chapter 6 the model will be described in detail, and a visual 
representation will be presented. The structure of the model will be presented and 
the definitions of concepts, as well as relationship statements of related concepts, 
will be highlighted. 
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CHAPTER SIX  
A DESCRIPTION OF A CHRONIC CARE COORDINATION MODEL 
FOR HIV-POSITIVE CHILDREN REQUIRING ANTIRETROVIRAL 
THERAPY AT PRIMARY HEALTHCARE CLINICS 
To the doctor, the child is a typhoid patient; to the playground supervisor, a 
first baseman; to the teacher, a learner of arithmetic. At times, he may be 
different things to each of these specialists, but too rarely is he a whole child 
to any of them. White House Conference on Child Health and Protection 
(1930), quoted in Gray (2005:161). 
INTRODUCTION 
Chapter 5 presented the developmental process of the model for chronic care 
coordination that could serve as a frame of reference for healthcare professionals 
working in primary healthcare clinics to optimise the comprehensive treatment, 
care and support for HIV-positive children requiring antiretroviral therapy (ART), 
thus ensuring a well-managed child. The model is constructed from concepts 
derived from information obtained during the in-depth individual interviews with the 
healthcare professionals and the parents/caregivers. The focus of the interviews 
conducted with the healthcare professionals was on their experiences of the 
comprehensive treatment, care and support for HIV-positive children requiring 
ART at primary healthcare clinics. The interviews conducted with the 
parents/caregivers related to their experiences regarding the treatment, care and 
support provided at primary healthcare clinics for their children who require 
antiretroviral therapy. The approaches used for defining the main concepts 
identified were based on recommendations by Chinn and Kramer (2008:187) and 
Walker and Avant (2005:37‒49).  
The focus of this chapter is the description of the model, which will be structured 
according to the following sub-headings: 
 
• Overview of the model 
• Structure of the model 
o Purpose of the model 
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o Assumptions of the model 
o Context of the model 
o Theoretical definitions of concepts in the model 
o Relationship statements of the model 
• Structural description of the model 
• Process of the model 
• Guidelines for the operationalisation of the model 
• Evaluation of the model 
 AN OVERVIEW OF THE MODEL 
The overview of the model will be discussed in relation to the visual representation 
of the model in figure 6.1. The model of chronic care coordination, which is 
intended to expedite the delivery of essential ART for HIV-positive children 
attending primary healthcare clinics, was grounded in the affirmation from 
healthcare professionals and parents/caregivers that the current provision of 
comprehensive treatment, care and support for children at primary healthcare 
clinics is not as effective as it should be. 
It has become evident throughout this study that although there is provision, in 
various guidelines and policy documents, for children to receive ART at primary 
healthcare clinic level, the delivery of such care and the quality are variable. The 
data collected and analysed during this research study indicate that healthcare 
professionals are discontented owing to the innumerable challenges with which 
they are faced daily, not the least of which for many of them are their current 
working conditions. 
The professional nurses in particular bear the brunt of the constantly increasing 
numbers of patients attending the antiretroviral services of the primary healthcare 
clinics, which until 2009 concentrated on adult ART therapy. Although ART 
treatment has been concentrated on adults, as far back as 2003 the South African 
government launched a national strategy to address the HIV epidemic in both 
children and adults (Patel, Larson, Mbengashe, O’Bra, Brown, Golman & 
Klausner, 2012), which focused on increasing the number of children able to 
access ART, especially at primary healthcare clinic level. 
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Even with such directives, treatment for the majority of HIV-positive children 
remained largely centralised (based at district hospitals). In 2006, only 6% of 
children requiring therapy were accessing this essential treatment at primary 
healthcare clinics (Patel et al., 2012). Ruud et al. (2009:312) verify the slow 
response of moving the provision of antiretroviral services from hospital level to 
primary healthcare clinics, and attest to the need to ‘down-refer’ care as hospital 
services become saturated, which means to refer the patients ‘down’ to primary 
healthcare clinics from over-burdened district hospitals (Ruud et al., 2009:312). 
Caution is advised in the process of down-referral, however, in which careful 
planning and execution are recommended to avoid overwhelming the primary 
healthcare clinics. It is also crucial to maximise patient retention at each facility 
(Decroo, Panunzi, Das Dores,… Chu, 2009).  
Another pertinent factor, highlighted in Patel et al. (2012), is that currently 
documented increases in access to ART for HIV-positive children at primary 
healthcare clinics is restricted largely to facilities accessing the US President’s 
Emergency Plan for AIDS Relief (PEPFAR) funding, which in Nelson Mandela Bay 
includes clinics assisted by certain well-known non-governmental organisations 
(NGOs). The importance of NGO assistance in enhancing the provision of 
antiretroviral therapy, particularly for children, is an aspect that was confirmed 
during data collection, with numerous healthcare professionals attesting to the 
value of the input from crucially placed NGOs at various primary healthcare clinics. 
Many of the healthcare professionals interviewed related concerns about the 
efficacy of up-scaling comprehensive treatment, care and support, particularly for 
children, if certain essentially placed NGOs withdrew their indispensable 
assistance at the primary healthcare, clinics owing to lack of funding.  
The professional nurses working in the primary healthcare clinics with children 
requiring ART play a pivotal and often individual role in that they are alone in the 
primary healthcare clinic and required to ensure comprehensive treatment, care 
and support without the assistance of a core interdisciplinary healthcare team. In 
other words, the professional nurse in the antiretroviral service of the primary 
healthcare clinic is frequently the person who will start and continue the process of 
treatment, care and support for the child and the family. It is evident that a process 
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of intervention will have to take place in order to ensure that the high quality of 
care that is essential, required and publicised is implemented. To ensure progress 
in the optimisation of comprehensive treatment, care and support, healthcare 
professionals should show willingness to renew their personal and professional 
commitment to expediting effective communication among themselves. This will 
assist in creating true collaboration within the core interdisciplinary team at each 
primary healthcare clinic with an antiretroviral service, and simultaneously enable 
the establishment of effective partnerships between the core interdisciplinary team 
members, as well as the child and family requiring antiretroviral therapy.  
The term interdisciplinary team was chosen for this study instead of 
multidisciplinary team owing to the emphasis of the interdisciplinary team 
approach on a common understanding and holistic view by all disciplines of all 
facets of the patient’s care. In interdisciplinary healthcare, each individual from the 
various disciplines, as well as the patient, are urged to question one another, 
consider alternate possibilities and step out of discipline silos to work out the best 
outcome for the patient (Jessup, 2007:330). For interdisciplinary teams to work 
effectively, all team members need to participate, which requires well-defined and 
respectful communication protocols. Interdisciplinary teams have certain merits 
over multidisciplinary teams, one of which is a patient-centred approach (Jessup, 
2007:331), which is considered essential in this study. The interdisciplinary team 
provides combined knowledge, skills, clinical expertise, sensitivity, compassion 
and understanding, because each team member brings a unique perspective and 
his or her proficiency to the mutual planning, which leads to shared goals for the 
patient (Behm & Gray, 2012:51). 
 
The model intends to provide a structured continuous and interlinking approach to 
chronic care coordination for children through the initial step of core 
interdisciplinary team collaboration and a further four steps that include manage 
and maximise resources and support services, holistic systematic case 
management, professional accountability and M&E, these steps all occur within 
the framework of continuous self-reflection. These five steps are linked to each 
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other and progress in sequence. Although they appear to occur separately in the 
model according to Steps 1‒5, the ribbon (to depict a spiral) that runs through the 
steps indicates their integration and enmeshed nature, which will be clarified as 
this chapter proceeds. Throughout these on-going, interlinking steps, the 
healthcare professionals, together with the parents/caregivers, ensure that the 
HIV-positive child requiring ART will be assisted in learning how to maintain 
optimal health within the confines of established HIV/AIDS disease, and will be 
able to cope long term with this chronic condition to achieve health-related quality 
of life and be well managed. 
The process of the model progresses through the following five sequential steps: 
Step 1  Core interdisciplinary team collaboration 
At the start of the process, the healthcare team, for the purposes of this study is 
confined to those healthcare professionals who usually work in primary healthcare 
clinics, and accordingly consists of the professional nurse, medical practitioner, 
pharmacist and dietician. The healthcare professionals need to work together to 
build up meaningful and relevant partnerships in what has been termed the ‘core 
interdisciplinary team’ in this study, the child as patient and accompanying 
parent/caregiver. Effective communication will be utilised to secure this desired 
result. The addition of self-reflective practices by all participants will promote and 
support the formation of the effective partnerships that will endorse cooperation. 
Step 2 Manage and maximise resources and support 
Effective management and powerful leadership are requisites to facilitate the 
capacity of the core interdisciplinary healthcare team in order to authentically 
benefit HIV-positive children requiring antiretroviral therapy. The manager will 
ensure that the team works with support services, such as NGOs, church groups 
and other community resources to improve the provision of care for HIV-positive 
children. All of this will be achieved through working in partnership with the 
pertinent stakeholders and others who can assist in addressing the needs for 
specific services such as housing and social entitlements, whereby the case 
manager will assist in liaison with pertinent stakeholders, details of which are 
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reflected on in the next step.  
Step 3 Holistic systematic case management  
A care coordinator to manage the healthcare team is designated by the primary 
healthcare clinic manager, and empowered to liaise among the members of the 
core interdisciplinary team and the parents/caregivers in order to promote the 
child’s access to antiretroviral services and the crucial holistic care. In this way, 
the definition of case management can be fulfilled, where case management is 
described as being ‘characterised by a healthcare professional giving personal 
multidimensional assistance to targeted patients with health complexity as they 
learn how to regain stable health and function’ (Kathol, Perez & Cohen, 2010:xvii), 
to which the researcher will add, long term. The professional nurse working with 
HIV-positive children requiring ART is the ideal person to fulfil this essential role, 
and will systematically initiate a case management approach, which will include 
coordination of appointments, including follow-up of missed appointments, 
referrals to specialists and conferencing between clinical and community-based 
care support services.  
Step 4 Professional accountability  
The core interdisciplinary healthcare team will acknowledge their responsibility 
towards their patients through the process of continuous self-reflection, which 
embraces systematic, deliberate and focused critical reflection. Self-reflection 
helps to enhance individual accountability and responsibility. This will promote 
continued competence among the healthcare professionals in the antiretroviral 
services of primary healthcare clinics while working with HIV-positive children 
requiring comprehensive treatment, care and support. 
 
Step 5  Monitoring and evaluation  
Monitoring and evaluation is a continuous process in which the core 
interdisciplinary team are required to make sure that they work methodically in 
comprehensive M&E. When all aspects of the programme are monitored and 
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evaluated adequately and consistently, then it is possible to improve systems to 
provide optimal comprehensive treatment, care and support for children to 
promote health related quality of life, which will achieve the goal of a well-
managed child on antiretroviral therapy. 
To initiate the chronic care coordination process the healthcare professionals who 
constitute the core interdisciplinary team in the primary healthcare clinic must 
personally and intentionally collaborate to form partnerships with one another, 
as well as with the HIV-positive child requiring ART and the parent/caregiver 
accompanying the child. Core interdisciplinary team collaboration is enhanced by 
effective communication, which will be augmented when self-reflection is 
employed by all participants in the process. 
The ultimate goal for the core interdisciplinary team with HIV-positive children in 
the antiretroviral services of primary healthcare clinics is to ensure that the child is 
well managed on ART, which can be achieved by using the process of chronic 
care coordination. To ensure that chronic care coordination is achieved, 
continuous self-reflection, a crucial professional skill encompassing clinical 
reasoning and appropriate judgment, is applied to guide decision making. Self-
reflection can be improved by the application of scientific knowledge and 
experience, to allow each team member to reach the desired objective of a well-
managed child. 
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FIGURE 6.4: A CHRONIC CARE COORDINATION MODEL FOR HIV-POSITIVE 
CHILDREN REQUIRING ANTIRETROVIRAL THERAPY AT PRIMARY 
HEALTHCARE CLINICS 
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STRUCTURE OF THE MODEL 
In describing the structure of the model, the researcher will incorporate the 
following components as they apply to it: 
• Purpose 
• Assumptions 
• Context 
• Theoretical definitions 
• Relationship statements 
PURPOSE 
The purpose of this model is to provide a structured theoretical framework, in the 
form of a model, to assist healthcare professionals, particularly professional 
nurses, to promote the optimisation of comprehensive treatment, care and support 
for HIV-positive children requiring ART at primary healthcare clinics. Through the 
utilisation of this model, healthcare professionals will systematically engage in the 
process of chronic care coordination to fully meet the needs of HIV-positive 
children and their parents/caregivers who require ART at primary healthcare 
clinics. The implementation of the model at all primary healthcare clinics would 
ensure well-managed children on lifelong chronic ART. The identified healthcare 
needs of the children requiring ART at primary healthcare clinics can be optimally 
met by the healthcare professionals through engaging with the model for chronic 
care coordination. 
Within the discipline of nursing, the purpose of the model is a practice model that 
adds to the professional body of knowledge in the form of a chronic care 
coordination approach to providing lifelong comprehensive treatment, care and 
support for children requiring ART at primary healthcare clinics. 
ASSUMPTIONS 
The model of Healthcare for All, endorsed by the World Health Organisation since 
1978, serves as point of departure for the assumptions of the chronic care 
coordination model. 
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• The model is based on the assumption that chronic care coordination takes 
into account the need for optimal comprehensive treatment, care and 
support at primary healthcare clinics for HIV-positive children requiring 
antiretroviral therapy. Implementation of the model will ensure that the 
South African government-advocated Operational Plan for Comprehensive 
HIV/AIDS Care, Management and Treatment for South Africa (Department 
of Health (South Africa), 2003) and subsequent policies and guidelines 
related to this document can be applied. HIV-positive children requiring 
lifelong chronic treatment for HIV/AIDS will thus benefit and be assisted to 
achieve health-related quality of life by remaining well managed on 
treatment.  
 
• The healthcare professionals will achieve chronic care coordination by 
focusing on primary healthcare (PHC) as the means for achieving health for 
all the children requiring ART at primary healthcare clinics. The principles of 
primary healthcare and health for all are thus important and integral factors 
in the process of chronic care coordination. 
 
• Healthcare professionals must recognise that access to healthcare is a 
basic human right, which is entrenched in the World Health Organisation’s 
Health for All model, and requires adequate human resources, 
infrastructure, essential drugs and commodities for the promotion of health 
and the management of disease, especially lifelong chronic diseases such 
as HIV/AIDS (Topp, Chipukuma, Giganti ... Reid, 2010).  
 
• Healthcare professionals acknowledge and facilitate the need for a core 
interdisciplinary team collaboration approach, which implies the formation of 
partnerships through effective communication at primary healthcare clinics 
to optimise comprehensive treatment, care and support for HIV-positive 
children requiring antiretroviral therapy. 
 
• Healthcare professionals should work collaboratively and integratively with 
colleagues and management to ensure that the case management 
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approach can be initiated and will function effectively and efficiently. The 
case management approach includes the alignment of clinical services with 
associated support services, which in turn address the needs for diverse 
services to be coordinated in order to assist the HIV-positive child, and the 
accompanying parents/caregivers, to attend to all aspects of 
comprehensive care required by the child as patient. These services 
include nutritional assessments and treatment adherence support. 
 
• Healthcare professionals acquiesce to the premise that management and 
maximisation of resources at primary healthcare clinics is a requisite to 
achieving the optimisation of comprehensive treatment, care and support 
for HIV-positive children requiring antiretroviral therapy, especially in areas 
where primary healthcare clinics are under-resourced, and staff, equipment 
and medication are limited. 
 
• Healthcare professionals realise that it is essential to fully engage with all 
available support services that could enhance the comprehensiveness of 
treatment, care and support for HIV-positive children, and includes 
stakeholders in the communities in which the children live, NGOs, churches 
and social workers. 
 
• Healthcare professionals acknowledge the need to implement a systematic 
case management system at primary healthcare clinic level, in which the 
professional nurse will coordinate care for the HIV-positive children 
requiring ART who are allocated to him or her. In this manner, the full 
spectrum of care required by each child will be individualised and strictly 
regulated to ensure that all requirements are fully met, which will be 
enhanced by using a patient-centred approach expedited by the core 
interdisciplinary team at each clinic. 
 
• To optimise comprehensive treatment, care and support for HIV-positive 
children requiring ART the healthcare professionals in primary healthcare 
clinics should reaffirm their commitment to taking responsibility for their 
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actions, applying professional accountability and undertaking to renew their 
competence through updating their knowledge and skills. 
• The core interdisciplinary team will actively and continually review their 
perceptions, beliefs, values and traits in order to fully engage with their own 
competence in the workplace, and humanness as this pertains to 
addressing the needs of HIV-positive children who require ART on a long-
term basis. Reflection is a skill that involves observation, asking questions 
and putting evidence, thoughts and information together to add new 
meaning and new learning. This is done by promoting the practice of 
continuous self-reflection, which allows healthcare professionals a sense of 
intellectual ownership and a better understanding of themselves and their 
abilities. Continuous self-reflection as an integral aspect of professional 
accountability assists all participants in the chronic care coordination 
process to grow personally, and achieve appropriate transformation as 
required to improve performance and effectiveness in practice. For these 
reasons, continuous self-reflection is considered the driver of the process of 
chronic care coordination. 
 
• Healthcare professionals should fully engage in refining M&E techniques 
and systems in order to optimise comprehensive treatment, care and 
support for HIV-positive children requiring ART. This will be carried out 
during each step of the chronic care coordination model and will interlink 
each step continuously so that the overall goal of a well-managed child on 
lifelong chronic ART can be achieved. 
 
• By utilising the model of chronic care coordination as a frame of reference, 
the healthcare professionals make a personal choice to accept professional 
accountability for their actions, and the accompanying responsibilities 
related thereto, as mentioned previously. This implies a willingness to 
accept the challenges implicit in professional accountability, which includes 
incorporating reflective practice in the form of continual self-reflection into 
their personal and professional lives, so that they are able to continuously 
enrich their personal and professional persona. In so doing they will 
69 
CHAPTER SIX:  A DESCRIPTION OF A CHRONIC CARE COORDINATION MODEL FOR HIV-POSITIVE 
CHILDREN REQUIRING ANTIRETROVIRAL THERAPY AT PRIMARY HEALTHCARE CLINICS 
 
simultaneously enhance their relationships and improve collaboration and 
partnerships in the workplace, all of which are required to start the chronic 
care coordination process. 
CONTEXT 
The context of this model is primary healthcare clinics that encompass 
antiretroviral services, in Nelson Mandela Bay (NMB) in the Eastern Cape 
Province. This represents the work environment of the healthcare professionals, 
specifically the professional nurses, medical practitioners, pharmacists and 
dieticians. These healthcare professionals, who constitute the core 
interdisciplinary team, are confronted daily with the enormity of having to assist 
HIV-positive children who require ART at primary healthcare clinics. Many of the 
healthcare professionals interviewed felt inadequate and ill prepared educationally 
and experientially for this task. Most of them have not been trained to work with 
children, particularly those under school age, and especially children who are so 
ill, and require medication with complicated regimes, which has made the task of 
expediting the provision of ART for children, and increasing access to services for 
these young patients, that much harder to achieve.  
Consequential issues with which the healthcare professionals have to contend are 
the lack of infrastructure at primary healthcare clinics, which includes inadequate 
facilities leading to limited space in which to work. This is a factor that is 
compounded by the excessive patient numbers versus the capacity of the clinics.  
Additional issues negatively affecting healthcare professionals are the lack of 
cleanliness and the absence of appropriate medical supplies, both of which make 
it harder to ensure optimal comprehensive treatment, care and support for HIV-
positive children. Of further concern is the lack of support the healthcare 
professionals receive in dealing with this situation, which leads to more negativity 
and inability to provide optimal comprehensive treatment, care and support for 
HIV-positive children requiring antiretroviral therapy or even resistance. 
 
It is therefore considered essential to establish a climate in which the healthcare 
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professionals, especially those constituting the core interdisciplinary team in 
primary healthcare clinics, feel motivated and stimulated to carry out the task of 
assisting HIV-positive children, and their accompanying parents/caregivers, to 
receive comprehensive treatment, care and support in the form of ART at primary 
healthcare clinics.  
THEORETICAL DEFINITIONS OF CONCEPTS 
Each of the concepts inherent in the central concept of the model for chronic care 
coordination was analysed in Chapter 4 in an effort to create conceptual meaning. 
As the concepts of the theory are identified and conceptualised, theoretical 
definitions emerge that summarise the insights that are formed in creating 
conceptual meaning, and succinctly convey the essential meaning of the concepts 
(Chinn & Kramer, 2008:187). The theoretical definitions of the central concept 
‘chronic care coordination’ and the essential and related concepts are defined in 
the following paragraphs. 
6.3.4.1 Definition of the central concept: Chronic care coordination 
Chronic care coordination is a collaborative interdisciplinary team approach, 
which requires effective communication among participants, which is supported 
by the formation of workable partnerships. It is essential to manage and utilise 
resources and support services favourably with concurrent stakeholder and 
community participation in order to adequately facilitate holistic systematic 
case management, which is an essential component of the process. 
Professional accountability will ensure that staff at primary healthcare clinics are 
committed to maintaining acceptable standards of care, which is strengthened by 
continuous professional self-reflection, and the omnipresent M & E. A well-
managed child on ART concludes the chronic care coordination process following 
the provision of effective optimal antiretroviral therapy. 
6.3.4.2 Definitions of essential and related concepts 
The following definitions will provide conceptual clarity for the concepts applicable 
to the model chronic care coordination within the context of this study. These 
definitions have been derived from the literature that was discussed extensively in 
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the preceding chapters. 
• Core interdisciplinary team collaboration 
Interdisciplinary involvement by all healthcare professionals is considered central 
to effective patient care. Effective collaborative team-based practice in an 
interdisciplinary health service environment would help to address the complex, 
comprehensive healthcare needs of HIV-positive children who require ART at 
primary healthcare clinics. Chronic care coordination for children cannot be the 
sole responsibility of the professional nurses working in the antiretroviral services 
in primary healthcare clinics because the healthcare needs of HIV-positive 
children, particularly when they are taking ART, are complicated and diverse. 
Collaborative professional skills would strengthen overall health service quality, 
but this can occur only if the interdisciplinary team interact with effective 
communication, mutual respect, a desire to work as a team and recognition of a 
common goal, which in this study is a well-managed child on ART. The use of the 
word ‘core’ in addition to interdisciplinary team is meant to indicate that the 
interdisciplinary team in the context of this study are those staff members who are 
usually physically present almost daily in the primary healthcare clinics in order to 
assist in antiretroviral services. The term ‘interdisciplinary healthcare team’ is more 
generic and broadly signifies all healthcare professionals able to assist with 
patients, at some level, in various settings and not necessarily at the primary 
healthcare clinic.  
 Effective communication  
Interdisciplinary team communication is essential in healthcare settings where the 
complex and demanding nature of patient care requires the expertise and 
knowledge of healthcare professionals who need to work together to solve 
multifaceted patient-care problems. The need for interdisciplinary healthcare 
teamwork is particularly important in caring for patients with chronic diseases. 
Recently the numbers of patients requiring chronic disease care have increased 
considerably owing to HIV/AIDS. This also includes children who require lifelong 
ART for a disease acquired through childbirth. Lifelong management of chronic 
diseases requires particular expertise, hence the need for interdisciplinary team 
involvement and collaboration to enhance the efficacy of the team. Information 
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flow, in the form of effective communication, is essential to ensure that the full 
spectrum of the child’s comprehensive healthcare needs, such as quality of life 
and relief of physical, psychological, spiritual and social suffering, are attended to 
and alleviated to the best of the healthcare team’s ability. To expedite effective 
communication in the interdisciplinary healthcare team, the use of a care 
coordinator is recommended.  
The care coordinator will use communication skills to convey and obtain accurate 
and complete information in a respectful and caring manner that will expedite the 
forming of positive relationships with individuals being served by the healthcare 
system and referral sources. A care coordinator will rely on optimal communication 
to carry out all job responsibilities. Therefore communicating adequately with 
others is essential. The care coordinator would expedite effective communication 
by ensuring that regular interdisciplinary team meetings take place, during which 
patient presentations and cases are discussed. The care coordinator will also 
communicate via letters, emails and authorisations, which require adequate 
written skills as well as verbal communication; therefore this proficiency is 
essential.  
 Partnerships 
Effective chronic care coordination requires collaboration and partnerships among 
initially the core interdisciplinary healthcare team and thereafter the child, 
parents/caregivers and significant others such as hospitals, health plans, 
government, non-government and community organisations. Partnerships are 
essential to ensure that the chronic care coordination model functions optimally. 
Health information exchanges among stakeholders will assist in forming, 
maintaining and strengthening these relationships. Because the long-term 
treatment of chronic disease, which includes HIV/AIDS, requires greater emphasis 
on a full spectrum of healthcare services, ranging from primary healthcare (at PHC 
clinics) to acute care and health maintenance, there is an increased focus on 
community-based services, such as home-based care. Therefore, the 
strengthening of partnerships among the community, core interdisciplinary 
healthcare team, acute care sector and child and parent/caregiver is essential to 
achieve effective and efficient comprehensive treatment, care and support for all 
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HIV-positive children.  
• Manage and maximize resources and support services 
Managers in primary healthcare clinics should find the best way to utilise the 
resources at their disposal in order to achieve their set objectives for the facility. In 
chapters 3 and 4 participants attested to the need to have managers in the clinics 
who are able to comprehensively manage the facility to optimally utilise available 
resources. There is the expectation that managers will consolidate resources and 
use them to the best advantage, which includes money, materials and staff, in 
order to provide the HIV-positive child with the necessary medical and social 
support services that he or she requires to become well managed on ART. 
Therefore the manager of the primary healthcare clinic that is supporting HIV-
positive children, and their accompanying parents/caregivers, needs to assist the 
family with linkages to other care and support services, including support groups 
for people living with HIV/AIDS, technical assistance and support from government 
in the form of grants and reconstruction and development programme housing 
(RDP), home-based care support and nutritional support. Training and ongoing 
support for communities is also a requirement because this will build capacity and 
ultimately engender support for individual families within the community requiring 
assistance. The above could best be achieved by implementing the care 
coordination proposed in this model, because one of the main aims of care 
coordination is to help link patients and their families to services that optimise 
outcomes articulated in the patient-care plan (which is part of care coordination 
and case management) (Antonelli, McAllister & Popp, 2009:5). 
 Effective management  
Managing is essentially a generic practise that involves ensuring that processes, 
procedures, personnel and resources are used in the most efficient and effective 
way. Good management requires good leadership, people with adequate 
experience and knowledge who can take responsibility for accomplishing the 
healthcare system’s goals in general, and achieving optimal daily patient care at 
the primary healthcare clinic under his or her control in particular. Poor leadership 
in primary healthcare clinics leads to low levels of participation, low commitment to 
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quality and innovation, poor team member mental health and correspondingly low 
levels of effectiveness (Borrill, Carletta, Carter … West, 2000:9), components of 
which were shown in the data analysis in chapters 3 and 4. A good manager and 
leader will therefore adequately assess, plan, implement, monitor and evaluate all 
activities at the primary healthcare clinic continuously, and concurrently coordinate 
and motivate staff. This is essential in order to alleviate the apathy that could 
occur in the absence of good leadership, a dynamic that is currently in evidence in 
many primary healthcare clinics. 
 Stakeholder and community participation 
Stakeholders involved in assisting HIV-positive children and their 
parents/caregivers to learn to live with HIV as a chronic disease include 
community centres where general support, counselling, wellness support, 
information, advice and referral are offered. Community centres of this nature 
should be linked to the local primary healthcare clinic where the child and 
accompanying parents/caregivers are receiving ART, so that collaboration is 
ensured, hence the need for this step to be part of the chronic care coordination 
model. Community centres are usually run by NGOs and CBOs (community-based 
organisations) working separately or together. Other support systems that should 
be linked to the primary healthcare clinic are social work services, where individual 
counselling can be received, as well as assistance with problems with social 
grants, housing and other matters of social support. Paediatric caregiver support 
groups, which are run through community centres that can help the 
parents/caregivers of HIV-positive children to improve their own psychosocial 
health, as well as that of the child in their care. All of these services should be 
coordinated through collaboration with the nearest primary healthcare clinic, and 
routed through the care coordinator to optimise the services and coordination of 
care needed for the HIV-positive child and their family. 
• Holistic systematic case management  
Statistics shown earlier in this study highlighted the growing need to expedite 
comprehensive treatment, care and support for ART, particularly for HIV-positive 
children in South Africa. There is a growing concentration of children with serious 
childhood morbidity related to their HIV disease, which can lead to mortality if not 
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treated appropriately. Current primary healthcare clinic structures appear to be 
poorly suited to meeting the growing demands of chronic disease in children in 
general and the complex, multifaceted nature of HIV/AIDS in particular. Major 
reform is required in the areas of organisation, finance and training to ensure 
optimisation of comprehensive treatment, care and support for HIV-positive 
children requiring ART at primary healthcare clinics.  
To implement holistic systematic case management, the manager of the primary 
healthcare clinic should appoint a care coordinator, preferably a professional 
nurse. The professional nurse is in a unique position to coordinate the child’s care, 
owing to being in the primary healthcare clinic for eight hours a day. He or she 
should act as the ‘switchboard’ for all activity at the primary healthcare clinic by 
making sure that all the core interdisciplinary team members are up to date with 
current information pertaining to each child (Robert Wood Johnson Foundation, 
2008). Care coordination for children is defined by Antonelli et al.(2009:8) as: 
 [A] patient and family centred, assessment driven, team-based activity 
designed to meet the needs of children while enhancing the care giving 
capabilities of families. Care coordination addresses interrelated 
medical, social, developmental, behavioural, and financial needs in 
order to achieve optimal health and wellness outcomes.  
Accordingly, the professional nurse as care coordinator will adhere to the criteria 
and expedite facilitation of chronic care coordination for the HIV-positive child 
requiring ART. He or she can accomplish this by implementing a holistic 
systematic case management process to ensure that an analytic approach to care, 
as recommended, is utilised by the core interdisciplinary team members. Case 
management, for the purposes of this research, indicates a process that focuses 
on the health needs of patients, in this study, HIV-positive children. The case 
management process consists of assessing, planning, implementing services, 
monitoring and reassessing as required (Antonelli et al., 2009:5).  The 
professional nurse appointed as care coordinator will mobilise the core 
interdisciplinary healthcare team to innovatively meet challenges and the 
expectations of the child and parents/caregivers. Implementing care coordination 
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will contribute to professional nurses proactively playing a leading role in 
transforming the delivery of healthcare for HIV-positive children requiring ART, 
and equally ensuring that every child receives evidence-based care.  
For these reasons the researcher believes that case management, offered 
systematically (in a structured manner), that emphasises holistic care for the child 
is an essential component of chronic care coordination for HIV-positive children. 
The professional nurse who will be coordinating the care of the child will utilise the 
case management process as part of the care coordination approach in order to 
improve health outcomes for the child and family. The care coordinator will focus 
on assisting the parent/caregiver and child to understand that HIV/AIDS requires 
lifelong ART. This means that a continuum of care needs to be established that 
ensures links to referral systems connecting the health facility, the community, 
home-based care and support services in order to minimise gaps.  
 Family and self-management support 
The care coordinator will empower the parents/caregivers and children in self-care 
and self-management of the disease, which is a well-proven and highly effective 
means of improving the care of chronic diseases (Skillings & MacLeod, 2009:296), 
and therefore an integral component of case management and care coordination. 
Self-management incorporates patient and carer education to enable them to 
manage their illness, particularly relating to medication and long-term health care 
needs. Embracing self-management, with the help of the care coordinator will 
assist the parent/caregivers and HIV-positive children to access appropriate 
support systems and groups where they will be able to broaden their knowledge 
and coping skills regarding all facets of the disease, in order to ensure a well-
managed child.  
The care coordinator will be required to tailor education and support to align with 
each patient’s capacity for, and preferences in involvement in his or her own care 
or, in this study, that of the HIV-positive child in the care of parents/caregivers. 
Education and support that are considered vital to achieving positive outcomes 
include information, training, and coaching provided to patients or their informal 
caregivers to promote patient understanding and the ability to carry out self-care 
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and self-management tasks, including support for navigating his or her care 
transitions, self-efficacy, and behaviour change, all of which are deemed essential 
to achieving the outcome for this model, that of a well-managed child. 
• Professional accountability 
Professional accountability is described as something that motivates action and 
good practice and implies a readiness to accept the consequences of one’s 
actions. Accountability also signifies being counted on, and is often teamed with 
the word ‘open’ to mean ‘open and accountable’, where ‘open’ implies visibility or 
transparency (Savage & Moore, 2004:4). Accountability then refers to being 
answerable for something done and, as often occurs in the healthcare field, 
something left undone. Accountability is regarded as a continuous process of 
monitoring one’s professional conduct whereby the healthcare professional is 
constantly responsible, therefore constantly accountable (Savage & Moore, 
2004:17). When one is constantly accountable, and therefore responsible, it is 
necessary to be able to explain and justify all actions. All actions should thus be 
based on sound professional knowledge and replicable decision making. The 
professional nurse is accountable to his or her patients in that the practitioner 
needs to be clinically competent. In other words he or she knows how and why 
things are done. In this way, safe nursing care is offered to all patients.  
Accountability to the healthcare team in which he or she works involves sharing 
information with team members, performing all tasks competently, treating others 
with dignity and respect and bringing one’s specialised knowledge and skills to the 
healthcare delivery situation (Savage & Moore, 2004:17‒18). To wholly achieve 
accountability in their clinical practice, the healthcare professionals should engage 
in a form of reflective practice, such as continuous self-reflection.  
 
 Continuous self-reflection 
Healthcare professionals are required to continually acquire knowledge and skills 
to provide competent evidence-based practice in their scope of expertise. 
Professional nurses realise that though they have completed their training, they 
need to continue to learn and become increasingly competent for ever-changing 
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practice needs. In the case of the professional nurses working in antiretroviral 
services this includes nurse initiation management of antiretroviral therapy 
(NIMART). Healthcare professionals, especially professional nurses, are expected 
to use information and resources appropriately to achieve desired patient 
outcomes by applying critical thinking to ensure safe, competent and ethical care.  
Systematic, deliberate and focused self-reflection is considered the appropriate 
channel for enhancing individual accountability. Self-reflection is a potent form of 
critical thinking that provides a basis for improving quality in practice. By using 
self-reflection, healthcare professionals are taking responsibility to self-assess 
their competency levels and therefore become motivated to actively engage in 
self-improvement. Self-reflection in a positive milieu will focus on building self-
respect, self-confidence and pride in performance, and is regarded as a better way 
to improve quality in healthcare than a focus on criticism and failures.  
The challenge is to motivate healthcare professionals to use self-reflection and to 
view this as a vital part of promoting competence, so that continuous self-
reflection, as individual thoughtful reflection about the quality and completeness of 
practice performance, is realised. 
The premise that without continuous self-reflection it is not possible to optimally 
achieve accountability is understood in the context of responsibility being the main 
component or precondition of accountability. Self-reflection by definition is 
considered a continuous process that is linked to professional accountability, 
whereby a person purposely attempts to enhance personal growth and continuing 
professional competence by continually analysing and evaluating his or her 
nursing practice, as well as personal values and beliefs (College of Registered 
Nurses of Nova Scotia, 2011:17).  
Therefore continuous self-reflection is viewed as the medium that drives the 
process of chronic care coordination. Although it applies primarily, through linkage 
with professional accountability, to the healthcare professionals, as explained 
previously, the researcher is of the opinion that it can also be applied to the 
parents/caregivers who care for the child requiring ART at primary healthcare 
clinics. This is considered relevant from the point of view that self-reflection, which 
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can be interpreted as self-examination or self-searching, is the ability to fully 
engage in one’s actions by being aware of one’s thoughts, beliefs and motivations. 
This introspection assists a person to accept accountability, responsibility or 
answerability for what is done or left undone (College of Registered Nurses of 
Nova Scotia, 2011:9). 
Parents/caregivers of the children requiring ART are accountable or responsible 
primarily for the crucial adherence to medication required in ART. They may utilise 
self-reflection continuously as a means of reviewing their part in caring for the 
child. For these reasons the researcher deems self-reflection of a continuous 
nature to be the driving force or dynamic in this model. 
 Scope of practice 
The South African nurse’s function within a framework of professional-ethical 
responsibilities is defined in Scope of Practice of R2598 of 1984 (South African 
Nursing Council, 1984). Primary healthcare in South Africa is overwhelmingly 
nurse based, with most clinics being staffed by professional, enrolled and auxiliary 
nurses. It is a current requirement that revision of the scope of practice of 
professional nurses should be addressed in order to broaden their roles and 
facilitate the expansion of primary healthcare services in general, and HIV 
services in particular (Lehmann, 2008:168). This is especially pertinent in the light 
of the current trend towards NIMART, which has received wide acceptance, 
despite the current lack of legal means to enable nurses to be recognised as 
authorised prescribers, a factor that was discussed openly in chapter 3 by the 
healthcare professionals.  
Although, according to Section 56(6) of the Nursing Act (Act 33 of 2005), nurses 
may be issued with a permit to keep, prescribe and supply medicines in the 
absence of a medical practitioner or pharmacist, this is a temporary or interim 
practice and not a long-term solution (Gray, 2010:28). According to Gray 
(2010:28), there is a need for Sections 56(1)‒(5) to be brought into effect, as well 
as the concurrent alignment with the Medicines Act so that nurses can be 
accepted as authorised prescribers of ART medication. The required adjustments 
to legislation will allow nurse-initiated scripts to be dispensed by pharmacists and 
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pharmacist’s assistants, which is currently not being done in many clinics owing to 
the premise that ‘pharmacists cannot dispense nurse-initiated treatments’ (Gray, 
2010:31). 
• Monitoring and evaluation 
The healthcare professionals, as part of the core interdisciplinary team, all should 
work together to ensure that M&E is recognised as a key area in the model for 
chronic care coordination for children. Patient monitoring consists of the routine 
collection, compilation and analysis of data on patients over time and across 
service delivery points, using paper forms or computer-generated data 
programmes (WHO, 2006b:11). Evaluation helps to provide knowledge of whether 
a programme is working (effectiveness) efficiently, and therefore assists to 
understand and measure the contribution made by a given intervention 
implemented to achieve particular outcomes (Nolte, 2005:7). 
To adequately provide and sustain effective long-term HIV care with ART, an 
equally effective patient monitoring system is required, which should be integrated 
into the care, prevention, treatment and support aspects of ART at each 
healthcare facility. A patient monitoring system forms the backbone of clinical 
treatment, care and support, and is the responsibility of all healthcare 
professionals who are part of the core interdisciplinary team. Monitoring and 
evaluation systems are integral to ensuring the continuity of care required by all 
patients on ART because all record keeping is crucial to the sustainability of 
follow-up care. This is mainly because accurate patient records summarise past, 
present and future care per patient, which assists the healthcare team to track 
important data pertaining to patient management (WHO, 2006b:9). 
There is a distinct lack of clear M&E frameworks in healthcare services, 
particularly primary healthcare clinics, although this is considered a crucial aspect 
of the provision of high-quality healthcare (SANAC, 2007:47). Monitoring and 
evaluation should be structured to ensure that the aims and objectives of the 
chronic care coordination process for children are measurable, such as clinical 
outcomes, which can be evaluated through chart reviews, administrative data and 
observation of patients (Nolte, 2005:9‒11). Monitoring and evaluation is an 
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essential aspect of the chronic care coordination model because with appropriate, 
adequate, structured and accurate M&E included continually throughout all the 
steps in the model, sustained follow-up care for the child is established, and 
maintained, to ensure a continuum of care and lifelong treatment.  
To ensure the accuracy of M&E for each child, the manager of the clinic will 
ensure that training, supervision, clinical mentoring and other quality assurance 
inputs are utilised as appropriate to sustain chronic care coordination for children. 
The manager can utilise the professional nurse who is coordinating the care of the 
children attending the clinic to ensure that all team members are informed of 
changes to clinical management and continuity of care such as medication, weight 
and function status, health education or psychosocial support.  
 Owing to the growing number of patients requiring ART, especially children, and 
bearing in mind that this treatment is lifelong, it is incumbent on the core 
interdisciplinary healthcare team in each clinic to prioritise patient monitoring 
systems, preferably by utilising standardised data collection methods such as 
chronic care registers. This will ensure that the care of children is organised 
efficiently, and programme monitoring implemented, which will generate data to be 
used to improve the health outcomes of the HIV-positive children attending each 
primary healthcare clinic. 
• Well-managed child 
The optimisation of comprehensive treatment, care and support for HIV-positive 
children requiring ART at primary healthcare clinics implies that the whole child will 
be treated, which comprises body, mind and spirit, and this will occur within the 
context of the environment in which the child lives. Accordingly, the healthcare 
professionals at primary healthcare clinics should strive to meet the full spectrum 
of healthcare needs of each child, and to do so within the confines of a chronic 
disease, which requires lifelong treatment. The healthcare professionals should 
fully engage with parents/caregivers in the care of the child by including them in 
decision making and ensuring a working partnership in order to expedite optimal 
healthcare. 
Healthcare professionals should strive to provide appropriate information and build 
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the confidence levels of each parent/caregiver to assist them in assuming the 
primary role of, and responsibility for coping with the day-to-day management of 
the child’s condition. The goal of chronic care coordination for children is to 
provide lifelong ART in a systematic and sustainable manner in order to control 
the disease while simultaneously keeping the child as healthy as possible. 
To achieve the goal of a well-managed child on ART prevention, early detection 
and management of complications and exacerbations should be intensified to slow 
disease progression and maintain optimal functioning. A well-managed child on 
ART will be one who is able to adjust to his or her environment long term. Owing 
to chronic care coordination being a life-long process, the child must be continually 
monitored, evaluated, followed up and supported through the healthcare 
professionals approach to comprehensive treatment, care and support, and the 
partnerships in progress to assist the child and parent/caregiver.  
RELATIONSHIP STATEMENTS OF THE MODEL 
Relationship statements structurally connect the concepts of the theory. Therefore 
developing statements is an important part of theory development. Relationship 
statements describe, explain or predict the nature of the interactions between the 
concepts of a theory or model (Chinn & Kramer, 2008:212‒213). In developing 
relationship statements between concepts, the theorist starts to bring clarity and 
direction to the understanding of a phenomenon of interest. Statement synthesis is 
aimed at specifying relationships between two or more concepts based on 
evidence (Walker & Avant, 2005:87). The concepts identified in this research 
study are based on the evidence of the in-depth individual interviews conducted 
with the healthcare professionals and the parents/caregivers of HIV-positive 
children, about their experiences of the comprehensive treatment, care and 
support received at primary healthcare clinics. 
The concepts that have been identified, defined and classified will now be placed 
in relation to one another through the utilisation of relationship statements, so that 
the theoretical relationships can be viewed within the specific context of the model, 
which in this study is chronic care coordination. The relationship statements are 
grounded in the theoretical definitions presented previously and serve to provide 
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an explanation of how the concepts of the theory interact (Chinn & Kramer, 
2011:180). The following relationship statements have been identified as 
emerging from the concepts in this model. 
The healthcare professionals at each primary healthcare clinic will form a team, 
the core interdisciplinary team, comprising those staff members who work at the 
clinic almost daily, and includes professional nurses, medical practitioners, 
pharmacists and dieticians. Although dieticians were not interviewed for this 
research study, due to the dearth of this cadre of staff at the time of the interviews 
(in 2011), provision is made in the various plans and guidelines (mentioned in this 
and former chapters) for the inclusion of dieticians in the primary healthcare clinic 
interdisciplinary team. The researcher therefore deems the dieticians to be an 
essential part of the core interdisciplinary healthcare team which will utilise the 
model for chronic care coordination. The healthcare professionals will seek to 
work together in a collaborative manner in order to build up meaningful and 
relevant partnerships among themselves as members of the core interdisciplinary 
team. They will then include the child and family, which in this study is the 
parent/caregiver, in order to expedite comprehensive treatment, care and support 
for each child. This will be achieved by utilising effective communication, and the 
initiation of self-reflective practices that will help the healthcare professionals and 
parents/caregivers to become aware of their own issues, attitudes, feelings and 
beliefs, which could impinge on their ability to form partnerships in order to provide 
effective, compassionate and comprehensive healthcare to HIV-positive children 
requiring ART.  
To fully realise comprehensive treatment, care and support for HIV-positive 
children requiring ART, sustained and committed leadership is essential. 
Therefore the manager of each primary healthcare clinic will strive to manage the 
facility in such a manner that he or she leads by example, which encompasses all 
relevant legislation, policies, guidelines and scope of practice. The manager will 
facilitate the capacity of the core interdisciplinary team by optimally maximising the 
use of all resources available to him or her. This is required within the confines of 
current staff and other critical resource shortages, and requires that management 
is willing to refocus their efforts in order to assist in developing innovative health 
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system designs which will expedite essential care, and fully utilising the skills and 
competencies of the staff allocated to their facility to do so (Kautzky & Tollman, 
2008:26‒27) .  
 The manager, with the help of his or her staff, will also realise the need for 
support services to assist the patients and accordingly ensure that support 
services can be accessed by the patients, with the coordination to such services 
ensured by the staff working at the primary healthcare clinic. Support services, 
mentioned previously, briefly include social workers, psychologists, dental 
services, palliative care if required, and community support groups. 
Holistic nursing, which encompasses comprehensive care, takes into account total 
patient care and therefore considers the physical, emotional, social, economic and 
spiritual needs of patients, their response to illnesses, and the effects of illness on 
patients’ abilities to meet self-management needs (Mosby’s Medical, Nursing, & 
Allied Health Dictionary, 2002:822). Connected to holistic nursing in this model is 
systematic case management, which pursues a collaborative process of 
assessment, planning, facilitation and advocacy to supply options and services for 
each child, in order to meet their holistic needs. Case management is a problem-
solving strategy which, when correctly implemented, ensures continuity of 
services, which is essential in chronic care coordination for children. A case or 
service plan which meets the needs of the child is developed by the care 
coordinator which will be progressed in collaboration with all participants in the 
child’s care, which includes the child and parent/caregiver, as well as all required 
support services, and not only the healthcare professionals at each primary 
healthcare clinic.  
Healthcare professionals are accountable and responsible for the moral and legal 
requirements of appropriate patient care, and for their own actions in rendering 
such care, which implies a commitment to continuous professional development 
requiring reflective practice. Being reflective implies using self-reflection as a way 
of being, a critical and reflexive process of self-inquiry and a transformation of 
being and becoming the person or professional you desire to be (Jones, 2011), in 
order to be fully effective and accountable. To optimise comprehensive treatment, 
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care and support for HIV children requiring ART, healthcare professionals, 
accountable for their acts and omissions, should stay up to date with new 
innovations in practice, and upgrade their knowledge and skills to fully engage 
with their patients in a meaningful and competent manner.  
 It is equally a requirement of the healthcare professionals at primary healthcare 
clinics to empower the parents/caregivers to become confident in caring for the 
child in order to improve health outcomes. By doing this adequately, the 
parents/caregivers will understand their own responsibility towards their children, 
which can be enhanced by thinking carefully about everything that they do, which 
can be done as self-reflection.  
Monitoring and evaluation (M&E) will be implemented throughout each step in the 
process of chronic care coordination in order to assist healthcare professionals to 
learn from what they are doing and how well they are doing it. This is achieved by 
focusing on how efficiently each step progresses in terms of inputs such as staff, 
equipment and time factors versus the outputs achieved in terms of health 
outcomes for the children in the programme. M&E highlights effectiveness, which 
is a measure of the extent to which the objectives in the chronic care coordination 
process have been achieved, or even improved on. The healthcare professionals 
can determine the impact of the chronic care coordination process on the primary 
healthcare clinic and whether the strategies applied were useful. Therefore M&E, 
applied continuously, will allow healthcare professionals to concentrate on 
progress, identification of problems in the planning or implementation of the 
process and adjustments through finding solutions to identified problems.  
At the end of the chronic care coordination process, the child, together with the 
parent/caregiver, has received comprehensive treatment, care and support to 
enable him or her to cope with HIV/AIDS as a chronic lifelong disease. The child 
has been treated holistically in a systematic manner and has received patient-
centred care in the form of case management. The parent/caregiver has been 
empowered with knowledge and skills for self-management in order to assist in the 
health outcome of a well-managed child. 
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STRUCTURAL DESCRIPTION OF THE MODEL 
The structural pattern of a model assists in understanding the central relationships 
between the concepts, their sequence of occurrence, and the way in which they 
interact. The structure of the model is grounded in the relationships between the 
concepts (Chinn & Kramer, 2008:228‒229). Figure 6.1 is a structural 
representation of a chronic care coordination model for optimising comprehensive 
treatment, care and support for HIV-positive children requiring ART at primary 
healthcare clinics, which will serve as a basis for the discussion and explanation 
that follows. The various steps in the model are shown in different colours, which 
are intended to explain the aesthetics of the model in terms of the experiences of 
healthcare professionals, child and parents/caregivers as they all seek to optimise 
comprehensive treatment, care and support for HIV-positive children. The model 
has been broken into individual sections to expedite the explanation of each step, 
and starts with the section of Step 1 in Figure 6.2 below: 
FIGURE 6.5:    STEP 1: CORE INTERDISCIPLINARY TEAM COLLABORATION 
The starting point of this model is the gray area at the bottom of the page in which 
there are three interlinking circles, also in shades of gray to brownish-gray, with a 
‘bilious’ green colour in the centre of the circles, which is intended to conjure up 
negative emotions associated with the institutional and illness side of green. Gray 
itself is deemed a colour of compromise, being neutral, and could be regarded as 
an unsettling colour physically, but one which creates expectations in people. 
Gray is regarded as a colour linked to pessimism. It is this dichotomy between 
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expectations and pessimism that the researcher wishes to convey, which is why it 
was chosen to begin the chronic care coordination process (Smith, 2012). This 
gray colour depicts that the HIV-positive child and parent/caregiver are arriving to 
receive comprehensive treatment, care and support in an environment in which 
this is not yet occurring optimally and where there needs to be improvement, 
which means pessimism at what is currently available and expectations for 
improvement. 
Three circles are placed within the large gray circle, a larger brownish/gray circle 
on the left-hand side, and two smaller brownish-gray circles in line with the larger 
circle. The larger circle on the left-hand side demonstrates the core 
interdisciplinary team collaboration that needs to take place as the process 
begins. The role players involved in this initial core interdisciplinary healthcare 
team collaboration are the professional nurse, medical practitioner, pharmacist 
and dietician. The professional nurse is presented in the middle of the circle, in a 
slightly larger circle than the other three healthcare professionals, because she is 
the healthcare professional who is always in attendance in the clinic (as explained 
previously in this chapter), and she is the obvious choice to coordinate the process 
of care coordination and case management for the child, which will be 
implemented systematically in acknowledgement of the lifelong nature of the 
chronic illness HIV/AIDS. 
The child is depicted in the middle circle, bordered on either side by the healthcare 
professionals on the left and the parent/caregiver circle on the right. All three 
circles are interlinked to highlight that they are required in the development of 
partnerships, shown by a white arrow beneath the circles, which is expedited by 
effective communication, indicated in a white arrow above the circles. Both of 
these, together with all stakeholders, are essential in order to expedite 
comprehensive treatment, care and support for HIV-positive children requiring 
ART at primary healthcare clinics.  
The initial introduction to self-reflection also occurs in Step 1 in the outermost gray 
circle, is written in red, and becomes continuous self-reflection as the steps of the 
model progress. As the steps or processes of the model progress they are 
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sustained within the framework of continuous self-reflection. Self-reflection is a 
practice that is used to maximise personal satisfaction and strengthen 
commitment to the process of chronic care coordination by the facilitation of 
introspection and retrospection. Continuous self-reflection, as the dynamic in this 
model, is depicted by the colour red. Red is recognised as a stimulating, inherently 
exciting colour that is related to energy. Red draws and focuses attention to a 
particular element in order to increase enthusiasm. Therefore depicting self-
reflection by the colour red is done in the hope of inspiring enthusiasm, confidence 
and the willingness to act in the best interests of the HIV-positive children requiring 
ART at primary healthcare clinics (Smith, 2012). 
The thin red ribbon of continuous self-reflection winds around the child in the 
centre of the model structure, and is placed at the bottom section of the larger 
ribbon that also encircles the figure of the child. Each section of the ribbon, in 
varying shades of green and ‘underlined’ by the continuous self-refection dynamic 
in red, depicts one of the succeeding steps in the chronic care coordination model, 
which will be explored in the next paragraphs. 
The bright green arrow running alongside the model on the right-hand side of the 
structure depicts chronic care coordination, and the colour indicates health, 
growth, renewal and the environment (Bear, 2012), which are all pertinent to the 
researcher as indicative of the health outcomes sought for HIV-positive children 
who require optimisation of comprehensive treatment, care and support for 
antiretroviral therapy at primary healthcare clinics. Therefore this bright green 
colour highlights the purpose of this model, which is to offer chronic care 
coordination for HIV-positive children. 
The ribbon entwining the child, who is at the centre of the structure, is to reflect 
that the steps in this model are continuous and do not occur in isolation. This is a 
process that develops systematically, but the steps are interlinking so that the end 
goal of a well-managed child is achieved through the progression and 
implementation of these steps. The child in the centre is placed there strategically 
to show that this model is all about the child. Everything that occurs in each step, 
namely each discussion, decision, moment of enthusiasm and insight and clarity, 
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is for the optimisation of comprehensive treatment, care and support for the HIV-
positive child requiring ART. For this reason, the ribbon that encircles the child, 
although developing in colour through each step, is always underlined by the red 
band signifying continuous self-reflection. 
Continuous self-reflection, the driver of chronic care coordination, is a process that 
allows and encourages the examination and exploration of issues that are a 
concern to each person, so that meaning in terms of self is created and clarified, 
which will result in a changed conceptual perspective (Cuevas, 2008:122). The 
researcher regards this changed conceptual perspective of caring for HIV-positive 
children, particularly on the part of healthcare professionals and 
parents/caregivers, as essential to ensure that comprehensive treatment, care and 
support is provided for HIV-positive children requiring ART at primary healthcare 
clinics. 
The child in the model is illustrated in Step 1 as standing on top of the gray circle 
(see figure 6.1) but for the purposes of the structural description of the model is 
shown to the right of each step in the figures 6.2- 6.6. Colour-wise the child in the 
model starts off as a blend of the gray colours, described previously, to show that 
on arrival at the clinic and being processed into the system, the child is not yet 
well, and requires assistance in the form of comprehensive treatment, care and 
support and antiretroviral therapy. 
The beige frame within which this structure exists represents the primary 
healthcare clinic practice environment within which this whole process of chronic 
care coordination takes place. Figure 6.3 below shows Step 2 of the model: 
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FIGURE 6.6: STEP 2: MANAGE AND MAXIMISE RESOURCES AND SUPPORT 
SERVICES 
Step 2 of the model indicates the need for the manager of the primary healthcare 
clinic to reinforce the core interdisciplinary team collaboration commenced in Step 
1 of the chronic care coordination process, and to ensure that he or she motivates 
all healthcare professionals to continue with the process of team building among 
themselves and with the child and parent/caregiver. This step is illustrated by a 
yellowish-green colour, which depicts cowardice, conflict and fear or anxiety 
(Empower Yourself with Color Psychology  2009‒2012), and is chosen to indicate 
the anxiety that could be engendered by the challenges that face many primary 
healthcare clinic managers. It is hoped that as the clinic managers start the 
process of chronic care coordination and begin to manage and maximise 
resources and the equally essential support services required to expedite chronic 
care coordination, anxiety and concern will be replaced by confidence at the 
potential presented to them to improve healthcare for HIV-positive children. The 
clinic manager must ensure that all resources required to optimise comprehensive 
treatment, care and support are utilised creatively to fully meet the needs of 
healthcare professionals, children and their parents/caregivers, which is an 
onerous task, but highly necessary at this step in the process. 
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The child in Step 2 is the same bilious yellowish-green colour of the ribbon, 
indicating the child’s feelings of detachment and loneliness within the confines of 
the illness, lifeless, isolated and perhaps even depressed (Empower Yourself With 
Colour Psychology 2009‒2012). In Figure 6.4 below, Step 3 of the model is 
illustrated: 
FIGURE 6.7:  STEP 3: HOLISTIC SYSTEMATIC CASE MANAGEMENT 
Step 3 and the spiral ribbon are a brighter green to indicate that the manager has 
started the positive process of optimally working with his or her staff, which are 
part of the essential resources in the primary healthcare clinic, and coordinating 
the support resources required for the delivery of comprehensive treatment, care 
and support. The chronic care coordination process is under way. The pale green 
colour indicates a fresh start, like new growth on a plant, and will assist all 
participants in the process to see things from a new perspective (Smith, 2012), 
and embrace the step of holistic systematic case management as a new leaf, a 
new way of doing things to improve healthcare for HIV-positive children requiring 
ART. The healthcare professionals, particularly the professional nurse as care 
coordinator for the child, and the parent/caregiver, will implement the case 
management approach systematically for each child. Through effective 
communication he or she will keep all relevant staff members apprised of the 
child’s continuing condition, physical, psychological and social needs (in other 
words, holistic health) and any changes to medication, referrals and follow-up 
appointments, to name a few tasks.  
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As the child is encircled with and by the process of chronic care coordination, and 
the assistance received from healthcare professionals partnering with the 
parent/caregiver, hope begins to surface, which is represented by the colour 
yellow. Yellow is uplifting, illuminating, offering happiness, cheerfulness and fun, 
all the things a child should experience, feel and be. Yellow shines with optimism 
and enlightenment. Shades of golden yellow carry the promise of a positive future, 
as seen in the child in Step 3 (Smith, 2012). Step 4 is presented in Figure 6.5 
below: 
FIGURE 6.8:  STEP 4: PROFESSIONAL ACCOUNTABILITY 
Step 4, which is depicted by the lime-green spiral ribbon, indicates a feeling of 
anticipation and helps to clear the mind of negativity (Empower Yourself With 
Color Psychology, 2009‒2012), providing a sense of balance, harmony and 
renewal (Guido-Clark, 2011). The healthcare professionals will engage with 
professional accountability in this step, assisted by the application of critical 
thinking, which is considered an essential component of professional 
accountability and the quintessential quality healthcare required as an outcome of 
the chronic care coordination model. Using professional accountability will enable 
the healthcare professionals to grow professionally and personally through new 
skills and knowledge in order to proficiently expand and perfect required 
healthcare outputs. To achieve all of these, the healthcare professional needs to 
engage in the continuous self-reflection, combined with collegial dialogue among 
the core interdisciplinary healthcare team to contribute to problem solving, and 
further engender collaborative practice and the team approach to expedite holistic 
systematic case management. 
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The child in Step 4 is a lemon-yellow, which indicates strength of direction. The 
child is sure of receiving comprehensive treatment, care and support at this stage 
and is responding to the positive energy from the partnership of the core 
interdisciplinary healthcare team and parent/caregiver (Smith, 2012). The final 
step in the model is depicted in Figure 6.6 below: 
FIGURE 6.9:  STEP 5: MONITORING AND EVALUATION 
Step 5 with its grass-green spiral ribbon represents M&E, and the colour signifies 
self-confidence, security, nature, health and a sense of equilibrium. These 
qualities will be demonstrated by the healthcare professionals and their partners, 
the parents/caregivers, in the activities required as the chronic care coordination 
process progresses (Guido-Clark, 2011). This final step of this model, which is 
nonetheless integrated with all the other steps, consists of M&E. M&E is required 
to assess the quality, effectiveness, coverage and delivery of antiretroviral 
services for HIV-positive children requiring comprehensive treatment, care and 
support for antiretroviral therapy at primary healthcare clinics. Children are tracked 
or followed up in a sustained manner to facilitate the provision of comprehensive 
treatment, care and support.  
The head of the child is shown in Step 5 as ivory or pale white, which symbolises 
unification, purity, neutrality, the complete energy of light. White indicates 
wholeness and completion. It also designates fresh beginnings because it 
represents truth and openness, and therefore signifies expectations for healing 
and recovery (Smith, 2012). All of these attributes are implicit in the expectations 
of a well-managed child as the culmination of the model. 
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Because of the requirement to apply M&E to all aspects of the chronic care 
coordination process, an orange directional arrow emanates from the green M&E 
ribbon, moving out of the ribbon to the right of the model and forming an 
uninterrupted line around the structure of the model (see figure 6.1). Directional 
arrows indicate the movement of continuous M&E, from Step 1 through to the top 
of the model where the healthcare outcome of a well-managed child on 
antiretorival therapy has been achieved.  
The colour orange was chosen because, as a combination of the energy of red 
and the happiness of yellow, it leads to stimulation and represents enthusiasm, 
fascination, determination and creativity (Guido-Clark, 2011), which the researcher 
felt was appropriate for an activity that most healthcare professionals are inclined 
to avoid. There is a great need for all healthcare professionals to actively engage 
in working with M&E systems by first understanding how vitally important M&E is 
in each facility and for patient care, and then to recognise the benefits which 
accrue with the sustained use of M&E systems, for both patients and the 
healthcare professionals.  
Above the head of the child (refer to figure 6.1) at the top of the structure is a 
grass-green circle, which is a continuation of the grass-green coloured spiral 
ribbon emanating from the M&E step, which culminates the chronic care 
coordination process by depicting a well-managed child. Green is again chosen 
because it is the colour of nature, and symbolises the master healer and the life 
force (Smith, 2012). Green indicates balance and harmony, and is the colour of 
growth, which is implicit in renewal and rebirth. It therefore renews and restores 
depleted energy to bring forth a sense of wellbeing (Empower Yourself With 
Colour Psychology, 2009‒2012). This is the perfect colour for the well-managed 
child circle in this model because the researcher would like to see each HIV-
positive child who is attending a primary healthcare clinic well managed on ART, 
and living with a renewed resilience, endurance and wellbeing to be able to cope 
with lifelong ART.  
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PROCESS DESCRIPTION OF THE MODEL 
The process description of the model proposes to explain the separate 
components of the model as illustrated in the structure (see figure 6.1). It will point 
out how the components merge, resulting in chronic care coordination at primary 
healthcare clinics for HIV-positive children requiring ART. To have a clear 
understanding of the process description of the model, in this case chronic care 
coordination for children. The model is divided into five sequential steps in an 
integrated or interlinking process. In other words, the steps follow an arranged or 
chronological order in the model and intertwine or overlap to a certain extent. 
Being a continuous process, they can occur at the same time, depending on the 
circumstances in each setting where the model will be instituted. The five 
sequential steps are as follows: 
• Step 1: Core interdisciplinary team collaboration 
• Step 2:  Manage and maximise resources and support services 
• Step 3: Holistic systematic case management  
• Step 4:  Professional accountability  
• Step 5:  Monitoring and evaluation 
STEP 1: CORE INTERDISCIPLINARY TEAM COLLABORATION 
The goal during this step is for the core interdisciplinary team at each primary 
healthcare clinic in which antiretroviral services are provided to collaborate in 
order to optimise comprehensive treatment, care and support for the HIV-positive 
child requiring ART. Collaboration requires effective communication and the 
formation of partnerships to assist with joint decision-making processes in order to 
meet the needs of the target population.  
The basis of collaboration, which is important in this model, is the belief that 
quality healthcare will be achieved by the contribution of all members of the core 
interdisciplinary healthcare team based at each clinic. Eventually further 
collaboration with various support services outside the clinic might be required, in 
which case the core interdisciplinary team will be extended to add consulting 
personnel who can provide important skills and services intermittently. 
Interdisciplinary teamwork requires collaboration because the team members 
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need to consistently collaborate to resolve patient problems that are too complex 
to be solved by one discipline. By creating formal and informal structures that 
encourage collaborative problem solving, the interdisciplinary team are able to 
provide treatment, care and support as efficiently as possible.  
The interdisciplinary team members will embrace, and feel secure within their own 
disciplines in order to work independently and autonomously when required, 
shifting to dependence and interdependence as the need arises during case 
management of each child. The formation of a strong core interdisciplinary team is 
an essential first step in the chronic care coordination process, and is one that will 
initially require careful planning and commitment, a task that will be assisted by 
the effective communication that underlines collaborative practices.  
When the core interdisciplinary team has been formed, the team members must 
work on quality working relationships and sharing responsibility. This can be 
achieved by establishing mutual respect for the expertise of all members of the 
team. Thereafter the core interdisciplinary team members will focus on building 
partnerships with one another and with the child and parent/caregiver who are 
attending the primary healthcare clinic, which can be achieved by effective 
communication among participants so that the process of chronic care 
coordination for the child requiring ART can begin.  
The professional nurse is seen as a motivating force within the process of chronic 
care coordination; hence the nurse is featured at the centre of the circle depicting 
core interdisciplinary team collaboration. The professional nurse will coordinate 
the activities of the core interdisciplinary team because of the function and role 
that he or she performs in the primary healthcare clinic, particularly linked to the 
provision of ART for HIV-positive children. 
All of the aspects of Step 1 occur within the framework of self-reflection, which 
implies that each participant will engage in his or her inner humanness by 
reflecting on their own presence of being and becoming in the moment, of sharing 
in relationships, being part of another’s story or life drama in order to be able to 
promote health and healing. Self-reflection allows the healthcare professional to 
constantly reflect on, and realise his or her vision of desirable practice as a lived 
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reality to fully commit to growth and maturity, which will enable each one to make 
the best decisions required while being mindful of the potential consequences 
(Johns, 2009:3‒4). Therefore self-reflection is integral to Step 1 of the model in 
which each participant seeks to be ‘mindful in order to see things as they really are 
while holding the intention of realising desirable practice’ (Johns, 2009:11). In the 
chronic care coordination process, the latter implies reflecting on current practices 
and acknowledging the need to effect necessary change with a view to 
reorganisation of antiretroviral services as required.  
STEP 2: MANAGE AND MAXIMISE RESOURCES AND SUPPORT SERVICES 
The manager in the primary healthcare clinic needs to facilitate the teamwork 
required to assist the core interdisciplinary team to operate effectively and 
efficiently. The healthcare professionals are not simply going to form into a team 
and work collaboratively. There are processes involved that teams must go 
through as they form and develop collaborative practice approaches. Therefore 
the development of a culture supporting collaborative interdisciplinary teamwork is 
critical to the efficacy of the chronic care coordination process, and is required to 
realise the necessary management and maximisation of resources. Parts of the 
essential resources that should be maximised at the point of care are the human 
resources in the form of the healthcare professionals, hence the need for the 
manager to effectively maximise the core interdisciplinary team collaboration.  
Managing and maximising resources will require that the healthcare professionals 
work together to share in decision making around patient care, and include the 
child as well as parent/caregiver in planning, implementing and evaluating 
healthcare. This will expedite the provision of tests, medication and other 
treatments. The manager of the clinic should include role clarification to expedite 
the managing of resources in order to ensure that all healthcare professionals are 
aware of what is expected of them, including their requisite knowledge in 
exercising their roles (Orchard, Curran & Kabene, 2005:3). In this way, the 
manager can improve healthcare quality by ensuring that all patient care-related 
duties are delegated in order to prevent duplication, which wastes time and 
money, both valuable resources. 
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The manager of the primary healthcare clinic needs to allow the core 
interdisciplinary team to practise in a patient-centred environment, which, 
depending on the manager’s management style, could require a shift from 
directing and controlling health professional practice to providing a supportive 
environment with the necessary resources to deliver a level of care agreed to by 
the core interdisciplinary healthcare team and within their partnership with the 
child and parents/caregivers (Orchard et al., 2005:4). To further the work of the 
healthcare team, there should be strong leadership from the manager of the clinic, 
clear directives regarding levels of autonomy and authority, and the elimination of 
‘turf wars’ between staff regarding who is in charge. Therefore, collaboration 
based on an understanding of the unique and complementary perspectives of 
each profession will assist greatly in ensuring core interdisciplinary team 
collaboration and the consequent maximisation of resources at primary healthcare 
clinics.  
The manager of the facility must ensure that required support services are 
optimally utilised for the comprehensive treatment, care and support needs of the 
HIV-positive child requiring ART. Support services include the complementary 
skills and expertise that other healthcare professionals can bring to patient care 
practice, as well as additional support systems such as administrators, educators, 
ministers of religion, NGOs, CBOs and community healthcare workers (CHW’s). 
The use of non-traditional and alternative health workers as appropriate should 
also be explored (Nolte, 2005:7). 
STEP 3: HOLISTIC SYSTEMATIC CASE MANAGEMENT 
The third step of the chronic care coordination process, holistic systematic case 
management, follows on from, and intertwines with management and 
maximisation of resources and support services because the previous step 
ensures that the core interdisciplinary team are collaborating and ready to 
implement a patient-centred approach whereby the child as patient is at the centre 
of care and the parents/caregivers will be socialised into becoming active 
participants in the care process, within their individual capabilities.  
Roles and responsibilities, which were clarified as important in Step 2, need to be 
99 
CHAPTER SIX:  A DESCRIPTION OF A CHRONIC CARE COORDINATION MODEL FOR HIV-POSITIVE 
CHILDREN REQUIRING ANTIRETROVIRAL THERAPY AT PRIMARY HEALTHCARE CLINICS 
 
implemented in Step 3 to ensure that case management for the HIV-positive child 
is incorporated into the healthcare plan. One of the most important roles is that of 
the care coordinator, who will ensure that all aspects of treatment, care and 
support are initiated correctly, according to policy, procedure and guidelines, and 
that follow-up care and referrals are ensured and expedited. The ideal person to 
act as care coordinator is the professional nurse who is working in the 
antiretroviral service with the HIV-positive children requiring treatment. One of the 
tasks of the clinic manager in this process is to ensure that the right person is 
chosen to coordinate care. 
To incorporate this essentially patient-centred approach, health professionals and 
patients, in this study the child and parents/caregivers, should explore their views 
towards full participation of patients as members of the interdisciplinary team, a 
concept that was introduced in Step 1 of the model in relation to partnerships, and 
which will lead to a less dogmatic boundary between healthcare professionals and 
their patients (Orchard et al., 2005:5). It is only after an exploration of beliefs and 
values by all participants, in which they agree that this is a system that they 
approve of, that holistic systematic case management can be implemented and be 
of benefit of the child and the parents/caregivers.  
The main benefit of holistic systematic case management is that as an application 
of patient-centred care, the patient, in this case the child, assisted by the 
parent/caregiver, will be required to share fully in responsibility regarding the 
child’s health, because being at the centre of care means that the patient is no 
longer independent of the care process, but part of it. With HIV/AIDS, since the 
advent of ART being termed a chronic disease, it is important to include managing 
physical symptoms, improving independence, and increasing quality of life as part 
of the chronic care coordination process for HIV-positive children. With chronic 
illness, the patient is the principal caregiver, who is required to engage in day-to-
day ‘illness work’ by using medication properly, changing behaviour to improve 
symptoms or slow disease progression, interpreting and reporting symptoms 
correctly, adjusting to new social and economic circumstances, coping with 
emotional consequences, and participating in treatment decisions. Therefore 
chronic care brings with it the emphasis of self-management of disease, where 
100 
CHAPTER SIX:  A DESCRIPTION OF A CHRONIC CARE COORDINATION MODEL FOR HIV-POSITIVE 
CHILDREN REQUIRING ANTIRETROVIRAL THERAPY AT PRIMARY HEALTHCARE CLINICS 
 
patients assume an active and informed role in managing physical, psychological, 
and social aspects of health (Swendeman, Ingram & Rotheram-Borus, 
2009:1322). WHO includes self-management as a best practice to improve clinical 
care and outcomes for chronic conditions, and emphasises the requirement of 
programmes that educate and support patients to manage their own conditions 
(Swendeman, et al., 2009:1323). 
By adding the word ‘holistic’ to systematic case management, the researcher 
intends to convey the importance of caring for the whole child, physically, 
psychologically, socially, mentally, spiritually, emotionally and environmentally. 
Therefore, the use of the healthcare team is required to be supplemented with the 
support services mentioned in Step 2 in order to fully realise the healthcare needs 
of the HIV-positive child and attain the goal of a well-managed child on ART.  
STEP 4: PROFESSIONAL ACCOUNTABILITY 
The healthcare professional is accountable for all actions and omissions in his or 
her practice and must always be able to justify decisions. Accountability is 
considered to mean being dependable or able to be counted on. Accountability 
also means to be answerable for all actions or to give an account of them (Savage 
& Moore, 2004:14). Healthcare professionals are governed by social, ethical, legal 
and professionals accountability. Accountability indicates the need to accept the 
status of being a professional and accepting the rights and responsibilities that are 
incumbent on each member of the profession (Savage & Moore, 2004:16). 
Accountability involves explaining and justifying actions based on sound 
professional knowledge and logical replicable decision making by an autonomous 
practitioner (Savage & Moore, 2004:17). It is also the premise of these authors 
that there is a conflation of accountability and responsibility, which implies an 
imperative relationship between them, with accountability inferred as being the 
highest level of responsibility (Savage & Moore, 2004:37). 
 
To be an effective accountable healthcare professional it is necessary to institute 
continual practices of accountability and the ubiquitous responsibility, which 
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necessitates critical thinking in order to make the correct clinical decisions for the 
patient. The thinking that is required to start a patient on lifelong chronic therapy is 
considerable, and includes attention to side effects, clinical efficacy, cost-
effectiveness, long-term effects, adherence, and social and psychological factors, 
all in one decision (Savage & Moore, 2004:38). 
Part of professional accountability and the accompanying responsibility that 
healthcare professionals have when working with HIV-positive children is heavy 
reliance on information to back decision making, which can greatly contribute to 
the pressure staff at primary healthcare clinics experience. The knowledge and 
skills level of staff, particularly those working with children, are required to be of a 
level such that there are negligible chances of problems for the child and 
accompanying parent/caregiver, in the form of potential errors with treatment. This 
adds to the already pressured working day of the primary healthcare practitioner, 
because, when feelings of insecurity arise owing to uncertainty about the drugs to 
use, the healthcare professional has to seek assistance and continually check that 
the correct procedures are followed, especially if a pharmacist or medical 
practitioner is not available. At the same time, the healthcare professional is aware 
of being accountable and therefore responsible for the treatment, and its effects, 
and of having to achieve optimum healthcare practices within the time constraints 
of the considerable daily patient load.  
One way to overcome these concerns is to engage in the practice of critical 
thinking, which is regarded as a way to confidently, creatively and flexibly apply 
standards using information seeking, logical reasoning, analysis and transforming 
knowledge as a basis for practice (College of Registered Nurses, 2011:7‒10). In 
utilising critical thinking, the healthcare professional is able to accept the 
responsibility to implement knowledge and skills and the practitioner can 
recognise gaps in knowledge that require intervention. The healthcare 
professional who engages with critical thinking will enhance his or her decision-
making skills, which can be used to evaluate healthcare outcomes through the 
acquisition of data and the questioning of discrepancies in order to allow for any 
required revision of actions and goals to attain the overall goal of a well-managed 
child on ART. 
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The underlying mechanism to work within these professional practices is to 
exercise self-reflection continually, and to make this the dynamic that helps each 
healthcare professional to optimally provide quality healthcare to all patients. By 
embarking on a practice of self-reflection and allowing this to become continuous 
in the work life of the healthcare professional, self-awareness is increased, which 
assists the practitioner to take responsibility for his or her own performance and 
deliver best quality care. The process of continuous self-reflection can become a 
quality standard for the healthcare professionals in which they actively engage 
with self-evaluation in order to assess the quality of care and service being 
offered, thereby ensuring that it is both effective and safe. Therefore, continuous 
self-reflection can influence future practices, actions and learning in a positive way 
to expedite the comprehensive treatment, care and support for HIV-positive 
children requiring ART at primary healthcare clinics. 
STEP 5: MONITORING AND EVALUATION 
The model in this study centres on the healthcare needs of HIV-positive children 
requiring ART at primary healthcare clinics. Children have unique healthcare 
needs, especially linked to prevention and early treatment of the opportunistic 
infections that accompany HIV/AIDS, and the concurrent nature of HIV/AIDS as a 
chronic, lifelong disease. To adequately assess the efficacy of comprehensive 
treatment, care and support for children through the medium of chronic care 
coordination, adequate and appropriate M&E strategies are required that focus on 
outcomes in a number of domains, which include access to care, utilisation of 
services by the child and family, satisfaction with care, expenditure related to 
programme development and implementation, health outcomes and the impact on 
the family (Newacheck, Stein, Walker, Gortmaker, Kuhlthau & Perrin, 1996:952). 
Therefore comprehensive M&E for treating HIV-positive children within the 
confines of a chronic disease condition is essential to provide HIV-positive children 
requiring ART with a full range of specialty and support services and the 
appropriate technology needed to treat their chronic condition, as well as 
preventing further disability. Additionally, there is a need to remember that, like all 
children, HIV-positive children need access to routine preventive and primary care 
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to detect and treat the inevitable common illnesses of childhood. These are the 
reasons that holistic systematic case management was included in the chronic 
care coordination model to meet the intensive care coordination needs of the child 
and parents/caregivers, and assist with the arranging, organising and advocating 
for special healthcare needs for this population.  
Monitoring and evaluation then is an integral part of all aspects of chronic care 
coordination for children in order to fully connect with the diverse challenges 
involved in measuring and monitoring quality of care provided for each child. This 
is a complex challenge, given that the number of children requiring ART at primary 
healthcare clinics is growing, and that each child’s expected outcomes will vary 
greatly, requiring a patient-centred approach to care to meet all comprehensive 
treatment, care and support needs.  
It is essential that information, via effective communication, about programme 
management and the management of each child flows among healthcare 
professionals, support services and organisations involved in any aspect of 
treatment, care and support in order to ensure that optimal care is received. 
Monitoring and evaluation systems also facilitate accountability for resources 
allocated to each facility and are vital for guiding planning, coordination and 
implementation of all activities.  
When M&E practices have been adequately implemented and followed correctly, 
all participants, from the healthcare professionals to the patients and communities 
will benefit from the data reconciliation, which will show areas where improvement 
is required, and will highlight those areas where activities are yielding positive 
outcomes. To achieve effective M&E it is necessary to ensure uniformity in the 
approaches, tools and methods used, to build in standardised, on-going skill-
building for healthcare professionals, and to make sure that M&E costs are 
incorporated into the budget at each primary healthcare clinic (UNAIDS, 2000:4). 
 
104 
CHAPTER SIX:  A DESCRIPTION OF A CHRONIC CARE COORDINATION MODEL FOR HIV-POSITIVE 
CHILDREN REQUIRING ANTIRETROVIRAL THERAPY AT PRIMARY HEALTHCARE CLINICS 
 
GUIDELINES FOR THE OPERATIONALISATION OF THE MODEL IN 
PRACTICE 
The proposed guidelines for the operationalisation of the model will assist 
healthcare professionals to optimise comprehensive treatment, care and support 
for HIV-positive children requiring ART at primary healthcare clinics. The process 
of chronic care coordination for children is one that should be sustained lifelong, or 
throughout the child’s lifetime of requiring chronic care for HIV/AIDS. Thus broad 
guidelines for operationalising the chronic care coordination model for children 
with HIV requiring ART at primary healthcare clinics will now be described within 
the context of the primary healthcare clinics using the research findings and 
literature as the basis for formulating the guidelines. Broad guidelines have been 
developed for each step of the chronic care coordination process with each of the 
guidelines having its own operational implications. An outline of the guidelines is 
shown in Table 6.1 below: 
TABLE 6.1: GUIDELINES FOR OPERATIONALISATION OF THE MODEL IN 
PRACTICE 
Guidelines for operationalisation of each 
Step 
Guidelines per step in the ‘Chronic Care 
Coordination’ model 
Guidelines for operationalisation of Step 1: Core 
interdisciplinary team collaboration 
• Guideline 1: To assist healthcare 
professionals to move towards teamwork 
and interdisciplinary collaboration in primary 
healthcare clinics in order to provide 
comprehensive treatment, care and support 
for HIV-positive children requiring 
antiretroviral therapy 
• Guideline 2: To create and maintain 
effective communication between the 
healthcare professionals, the child and 
parents/caregivers in order to facilitate 
comprehensive treatment, care and support 
• Guideline 3: To create an environment in 
which the healthcare professionals, child 
and parents/caregivers can form 
partnerships in order to expedite 
comprehensive treatment, care and support 
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Guidelines for operationalisation of Step 2: 
Manage and maximise resources and support 
services 
• Guideline 1: The manager of the primary 
healthcare clinic will effectively manage and 
maximise resources in order to ensure 
comprehensive treatment, care and support 
for HIV-positive children 
• Guideline 2: To strengthen the roles and 
responsibilities of clinic managers in order to 
achieve effective management at primary 
healthcare clinic level 
• Guideline 3: The manager will ensure that 
the core interdisciplinary team members 
receive updates in knowledge and skills in 
order to optimise comprehensive treatment, 
care and support for HIV-positive children 
requiring antiretroviral therapy 
• Guideline 4: The manager will ensure 
stakeholder participation in order to ensure 
maximisation of support services 
Guidelines for operationalisation of Step 3: 
Holistic systematic case management 
• Guideline 1: To initiate holistic systematic 
case management for HIV-positive children 
requiring lifelong antiretrovrial therapy at 
primary healthcare clinics in order to 
expedite comprehensive treatment, care 
and support 
• Guideline 2: The manager in the primary 
healthcare clinic, assisted by the core 
interdisciplinary team, needs to ensure that 
all healthcare professionals are clear 
regarding roles and responsibilities in order 
to facilitate case management for HIV-
positive children requiring antiretroviral 
therapy 
• Guideline 3: To assist the child and 
parent/caregiver to achieve self-
management in order to cope with HIV/AIDS 
as a chronic disease 
Guidelines for operationalisation of Step 4: 
Professional accountability 
• Guideline 1 : To create an empowering 
environment that will promote the facilitation 
of professional accountability among the 
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core interdisciplinary healthcare team 
members, in order to expedite 
comprehensive treatment, care and support 
for HIV-positive children 
• Guideline 2: The core interdisciplinary team 
members should apply self-reflective 
practices continuously in order to optimise 
comprehensive treatment, care and support 
• Guideline 3: Implement nurse-initiated and 
managed antiretroviral treatment in the 
Eastern Cape, South Africa, for HIV-positive 
children requiring antiretroviral therpay in 
order to optimise comprehensive treatment, 
care and support 
• Guideline 4: To create an environment in 
which clinical excellence is promoted in 
order to optimise comprehensive treatment, 
care and support for HIV-positive children 
Guidelines for operationalisation of Step 5: 
Monitoring and evaluation 
• Guideline 1: Implementation of monitoring 
by the core interdisciplinary healthcare team 
in order to effectively assist in the provision 
of comprehensive treatment, care and 
support for HIV-positive children requiring 
antiretroviral therapy 
• Guideline 2: Implementation of  evaluation 
by the core interdisciplinary healthcare team 
in order to effectively assist in the provision 
of comprehensive treatment, care and 
support for HIV-positive children requiring 
antiretroviral therapy 
• Guideline 3: To create an environment in 
which healthcare professionals are able to 
implement strategies in order to sustain 
follow-up care for HIV-positive children 
requiring lifelong antiretroviral therapy 
GUIDELINES FOR OPERATIONALISATION OF STEP 1: CORE 
INTERDISCIPLINARY TEAM COLLABORATION 
This step is vitally important and should be performed in a competent and 
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proficient manner so that the model is successfully implemented in practice. At the 
start of the process, the healthcare team should work together to build up 
meaningful and relevant partnerships between the core healthcare team, child and 
family using effective communication, while simultaneously incorporating self-
reflection as a strategy to encourage the openness and transparency required to 
build optimal partnerships to encourage collaboration for the benefit of the HIV-
positive child requiring ART. 
6.6.1.1 GUIDELINE 1: To assist healthcare professionals to move towards 
teamwork and interdisciplinary collaboration in primary healthcare 
clinics in order to provide comprehensive treatment, care and 
support for HIV-positive children requiring antiretroviral therapy 
Operational implications: 
Teamwork is required for transformation from the traditional multidisciplinary 
approach to healthcare delivery in favour of a more interdisciplinary approach that 
recognises the values and expertise, perspectives and experience of the core 
interdisciplinary team working in the antiretroviral services of the primary 
healthcare clinic (Orchard et al., 2005:1). This can be achieved through: 
• Encouraging a fundamental shift in attitude among the healthcare 
professionals towards working collaboratively in an integrated, 
interdisciplinary team 
• Adjusting the current socialisation patterns and workplace organisational 
structures to ensure interdisciplinary team collaboration  
• Making decisions on patient care through healthcare professionals 
working together with the child and parents/caregivers  
• Educating the core interdisciplinary healthcare team about the roles of 
each healthcare professional to promote a common understanding 
• Effectively delineating roles and responsibilities in order to engender 
confidence in the abilities of each team member 
• Encouraging effective communication to ensure that trust is built among 
the team members, which will expedite collaboration, a requirement to 
building partnerships 
• Introducing the concept of self-reflection to encourage healthcare 
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professionals to reflect on their individual needs and experiences in the 
provision of healthcare to their patients 
• Using the awareness that is created by self-reflection to facilitate 
changes in feelings, thoughts and behaviour so that healthcare 
professionals can fully participate in the core interdisciplinary team 
collaboration 
• Maintaining the effective interpersonal and working relationships that 
have been created within the core interdisciplinary team  
6.6.1.2 GUIDELINE 2: To create and maintain effective communication 
between the healthcare professionals, the child and 
parents/caregivers in order to facilitate comprehensive treatment, 
care and support 
Operational implications: 
Communication is a feature of effective teamwork. Accomplished communication 
improves team collaboration and success in the workplace and has been linked to 
improved patient outcomes and patient safety (Brown, Lewis, Ellis, Stewart, 
Freeman & Kasperski, 2009:1216). Formal and informal methods of 
communication are both used in healthcare teamwork. Informal communication 
relates to an opportunistic type of communiqué such as hallway consultations and 
notes left on desks. Formal communication relates to scheduled team meetings 
and documentation such as minutes and memorandums (Brown et al., 
2009:1216). To facilitate enhanced and efficient communication to optimise team, 
child and parent/caregiver functioning and comprehensive treatment, care and 
support certain actions need to be taken: 
• Create a climate of support to enable all team members to be willing to 
learn how to improve communication 
• Assist the core interdisciplinary team to institute effective communication 
mechanisms to ensure that they are able to work together 
• Make sure that the core interdisciplinary team includes the child and 
parent/caregiver in patient care communications 
• Accept (core interdisciplinary team members) the need to accept a care 
coordinator who will streamline the child’s comprehensive treatment, care 
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and support, and accordingly assist in improving communication between 
participants 
• Set communication rules, such as when to use formal and informal 
communication, so that all team members have a clear understanding of 
how and when they should share knowledge and information 
• Organise regular team meetings for communication among all team 
members. 
• Improve the use of medical informatics, such as electronic health records, 
to ensure that all team members are informed of clinical and administrative 
issues pertaining to the child 
• Institute computerised messaging systems to improve the flow of 
information among the members of the healthcare team, and enhance the 
quality of communication, which will improve patient care 
• Supply communication logs or books for those team members who are not 
in the clinic every day, such as medical practitioners, dieticians and, in 
some clinics, the pharmacist, so that important information about patient 
care is not missed 
6.6.1.3 GUIDELINE 3: To create an environment in which the healthcare 
professionals, child and parents/caregivers can form partnerships 
in order to expedite comprehensive treatment, care and support 
Operational implications: 
The expertise of core interdisciplinary healthcare teams is essential, particularly 
when dealing with the increasing numbers of individuals with chronic diseases and 
the complexities associated with the long-term management of chronic illness. 
This is especially complicated when dealing with young children with a lifelong 
need for chronic health care, as in HIV-positive children. To optimise 
comprehensive treatment, care and support for HIV-positive children requiring 
ART at primary healthcare clinics, the initial requirement is that of encouraging 
partnerships among the healthcare professionals as part of the core 
interdisciplinary team, the child and the parents/caregivers. This can be achieved 
through: 
• Being willing (on the part of healthcare professionals) to share in 
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meaningful inclusion of the child and parents/caregivers in discussions 
about their care 
• Modifying traditional power relationships to include the child and 
parents/caregivers, because healthcare professionals are frequently 
unwilling to include the patient in planning for, implementation of, and 
evaluation of own health care 
• Alleviating barriers, such as traditional beliefs of medical personnel being ‘in 
charge’ to help participants to include the child and parents/caregivers in 
healthcare discussions 
• Encouraging the core interdisciplinary team members, the child and 
parents/caregivers to develop trusting relationships in which each member 
can rely on the knowledge, decision-making capacity and sense of ethics of 
each group associate 
• Introducing opportunities for power sharing whereby joint power sharing will 
be facilitated within all partnerships, regardless of educational or 
professional preparation 
• Reviewing the concept of self-reflection in the context of commencing the 
process of chronic care coordination within the collaborative nature of team 
building 
• Ensuring that effective and interpersonal working relationships are 
expedited within the group. This will be accomplished through each 
person’s willingness to become more self-aware by initiating self-reflection 
as a process of self-inquiry, or more simply being open and willing to 
learning through everyday experiences (Johns, 2009:3) 
GUIDELINES FOR OPERATIONALISATION OF STEP 2: MANAGE AND 
MAXIMISE RESOURCES AND SUPPORT SERVICES 
To assist fully in collaborative team practice, the manager of the primary 
healthcare clinic should understand the value of each team member’s abilities, 
skills, experience, attitudes, values, role perception and personality, in other 
words all the things that make a person unique. In doing this, the manager will 
be able to determine what each person is willing and able to contribute, his or 
her level of motivation, methods of interaction with other group members, and 
degrees of acceptance of group norms and the organisational structure and 
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goals (Leggat, 2007). The manager has to expedite the formation and 
functioning of the core interdisciplinary team so that he or she can 
successfully manage and maximise resources and support services in order to 
progress the process of chronic care coordination for children. The manager of 
the primary healthcare clinic will achieve the management and maximisation 
of resources and support services by implementing these guidelines:  
6.6.2.1 GUIDELINE 1: The manager of the primary healthcare clinic will 
effectively manage and maximise resources in order to ensure 
comprehensive treatment, care and support for HIV-positive 
children 
Operational implications: 
The clinic manager should identify aspects relevant to the goal of managing and 
maximising resources in the primary healthcare clinic in order to ensure 
comprehensive treatment, care and support of HIV-positive children, such as: 
• Following cost-effective practices in the clinic by planning realistically and 
using clear criteria which are consistently applied 
• Utilising human resources as effectively and efficiently as possible in order 
to optimally impact on targeted programmes and services 
• Supporting staff within the confines of health system infrastructure 
limitations and finding creative ways to alleviate problems 
• Creating opportunities for staff to have their voices heard and encouraging 
them to consider alternative ideas and proposals in order to maximise the 
use of all resources 
• Introducing the concept of a cost-containment committee to assist with 
budgeting and fair distribution of resources such as medication, medical 
supplies and other commodities required by staff 
• Effecting complete transparency in all processes and decision-making 
elements, which will reassure staff and promote interdisciplinary team 
collaboration 
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6.6.2.2  GUIDELINE 2: To strengthen the roles and responsibilities of clinic 
managers in order to achieve effective management at primary 
healthcare clinic level 
As noted in the analysis chapters 3 & 4 clinic managers are under pressure to 
adequately perform management roles. There are numerous reasons for deficient 
management performance for instance insufficient staff and the volume and 
complexity of current primary healthcare programmes, which means that 
managers often have to consult patients as well as carry out management tasks.  
 Operational implications: 
The manager of a primary healthcare clinic should be able to exercise executive, 
administrative and supervisory direction of the core interdisciplinary healthcare 
team members under his/her direction. In order to adequately achieve this the 
clinic manager needs to create an environment conducive to effective 
management in a primary healthcare setting. Therefore the clinic manager should: 
• Develop a planning process to define objectives and set targets that will 
emphasise the provision of quality healthcare for all patients 
• Be willing to learn how to assist healthcare professionals to fully contribute 
to the development of an effective core interdisciplinary team 
• Develop excellent leadership skills in order to adequately manage and 
maximise the use of all resources, especially staff members 
• Develop adequate technical skills to enable him/her to effectively perform 
management responsibilities 
• Acquire knowledge regarding ‘people skills’ which are essential to enable 
the manager to work with all members of the healthcare team, in other 
words the ability to work cohesively with others 
• Maintain a strategic focus to support the organisation’s vision, facilitate goal 
setting, educate and evaluate achievements 
• Delegate responsibility appropriately to team members so that they are 
confident to take on the tasks and able to work autonomously within the 
allocated duty 
• Acquire the appropriate skills to assist all core interdisciplinary team 
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members to be flexible, which is the ability to maintain an open attitude, 
accommodate personal values and be receptive to the ideas of others  
• Foster self-reflection as required to optimise the teamwork that is necessary 
to expedite the maximisation of resources in the process of chronic care 
coordination 
• Motivate the core interdisciplinary team to become committed and 
enthusiastic about working together 
• Monitor and evaluate the team’s performance by managing the 
performance of each team member in order to assess, evaluate, correct 
and improve functioning 
6.6.2.3 GUIDELINE 3: The manager will ensure that the core 
interdisciplinary team members receive updates in knowledge and 
skills in order to optimise comprehensive treatment, care and 
support for HIV-positive children requiring antiretroviral therapy 
Continuing professional development to maintain competence and update 
practitioner skills to meet service delivery advancements is a requisite in the Re-
Engineering Primary Health Care for South Africa: Human Resource Implications 
(2011) in order to facilitate comprehensive primary healthcare service delivery, 
which in this study pertains to the provision of ART for HIV-positive children at 
primary healthcare clinics. Accordingly certain actions should be taken by the 
clinic manager and members of the management team. 
Operational implications: 
The clinic manager, assisted by the clinic management team, will ensure that the 
core interdisciplinary team members receive regular updates of knowledge and 
skills by implementing clear measures: 
• Make sure that all core interdisciplinary team members have the skills, 
abilities and knowledge needed for all tasks related to comprehensive 
assessment, diagnosis, treatment, care and support for HIV-positive 
children requiring ART 
• Expand the ability of all team members to effectively manage the HIV-
positive child with a lifelong chronic disease at the primary healthcare clinic 
• Develop ‒ the manager of the primary healthcare clinic and healthcare 
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team members ‒ innovative approaches for improving the health outcomes 
of HIV-positive children requiring ART 
• Educate core interdisciplinary team members to improve their personal 
competencies in order to enhance their participation in, and assistance to 
the success of the team-based approach to optimising comprehensive 
treatment, care and support  
• Encourage all team members to commit to quality health outcomes for all 
patients, so that they will appreciate the need to choose to upgrade their 
skills and knowledge levels 
6.6.2.4 GUIDELINE 4: The manager will ensure stakeholder participation 
in order to ensure maximisation of support services 
According to Pillay and Barron (2011), provision of home- and community-based 
health services and their links with fixed primary healthcare facilities in particular 
are critical to good health outcomes, especially for child health outcomes. These 
are part of the support services that are essential to the provision of 
comprehensive treatment, care and support for HIV-positive children. Such 
services are linked to other support structures mentioned previously in this study, 
such as social workers, NGOs, CBOs, church groups in the various communities 
and the community members themselves, which include the community health 
workers (CHWs).  
Operational implications: 
The clinic manager should: 
• Improve training for CHWs, which the manager of the facility should direct 
and control 
• Implement support and supervision of CHWs to ensure uniformity of work 
quantity and quality, including standardisation of services offered 
• Establish links between the primary healthcare facility and local NGOs who 
offer support services to the communities in order to ensure accountability 
from these organisations related to treatment, care and support offered to 
patients linked to the clinic 
• Establish links between community-based services and services offered by 
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fixed health facilities in order to ensure effective M&E regarding health 
outcomes for patients 
• Expedite links between other healthcare professionals who can offer 
support for the child and parent/caregiver, but are situated in other facilities, 
such as psychologists and social workers 
• Ensure that the school health services staff visit the schools where the HIV-
positive children attend in order to ensure that all their needs at school are 
met and education for educators could be facilitated 
• Strengthen effective communication among stakeholders so that openness 
and transparency are guaranteed in all endeavours related to optimisation 
of comprehensive treatment, care and support for HIV-positive children 
GUIDELINES FOR OPERATIONALISATION OF STEP 3: HOLISTIC 
SYSTEMATIC CASE MANAGEMENT  
To fully realise the healthcare needs of children with chronic disease conditions, it 
is necessary to ensure that the delivery of life-saving preventive and curative 
interventions reaches the children and parents/caregivers that most need them. 
Combinations of factors are responsible for the low coverage of treatment for 
HIV/AIDS, especially for children, and range from transportation costs to the 
shortage of human resources, particularly qualified healthcare professionals. In 
this study case management is suggested as part of the chronic care coordination 
process because it encompasses assessment, planning, implementation, 
monitoring and review and, when properly implemented, can strengthen outcomes 
for parents/caregivers and children, through integrated and coordinated service 
delivery (NSW Government, 2010). The following guidelines outline the 
requirements that will facilitate the systematic implementation of holistic case 
management: 
6.6.3.1  GUIDELINE 1: To initiate holistic systematic case management for 
HIV-positive children requiring lifelong antiretroviral therapy at 
primary healthcare clinics in order to facilitate comprehensive 
treatment, care and support 
As mentioned previously case management is a process whereby the patients (in 
the case of this study the HIV-positive child) and family’s needs are identified and 
requisite services are coordinated and managed in a systematic way to ensure 
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optimal comprehensive treatment, care and support. The core components of 
case management are reiterated as being assessment, case planning, 
implementation (service delivery) and M & E. In order to ensure holistic systematic 
case management at primary healthcare clinics for HIV-positive children, the core 
interdisciplinary team needs to collaborate to provide for the potentially complex, 
and multiple requirements per patient, preferably in a coordinated approach. 
Operational implications:  
Certain actions should be taken by all members of the core interdisciplinary team 
to ensure that holistic systematic case management occurs: 
• Education of all members of the core interdisciplinary team so that they are 
aware that case management is an interactive and dynamic process that 
requires on-going analysis, decision making and record keeping in order to 
ensure that the identified needs of the child are being met 
• Assessment of the child by the team members, and concurrent appraisal of 
the parent/caregiver’s capacities and needs, so that a continuous process 
of analysing available information is commenced and adequately 
administered 
• Coordination of the professional judgement of risks, strengths and needs 
per child by the core coordinator of the team, so that all information is 
synchronised and operative in order to benefit the patient  
• Analysis of all the above information to formulate a realistic plan of action, 
which will include those support programmes that are available and 
deemed necessary for the child and parent/caregiver 
• Effective functional case planning to assist in determining goals and 
objectives, which will include identifying strategies that address the holistic 
needs of the child, including physical, emotional, educational, social, 
spiritual and cultural needs  
• Facilitation of case planning as an interactive process involving the 
guidance of the care coordinator in the primary healthcare clinic, in order to 
ensure relevant members of the core interdisciplinary team, the child and 
parent/caregiver work together effectively  
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• Making sure that all case plans are documented and identified goals, 
objectives and tasks with clearly identified responsibilities and timeframes 
are implemented 
• Setting goals that are realistic and achievable within the available 
resources. 
• Communication of goals to the child, parent/caregiver, and all relevant team 
members and other key stakeholders such as support services so that a 
continuum of care can be achieved 
• In the implementation phase of case management, delivery or arrangement 
of services within the resources to meet the case plan goal. This should 
include effective communication with the child and parent/caregiver to 
ensure that their needs are being met 
• Coordination of services and supports by the care coordinator in the 
primary healthcare clinic who will follow up on delivery of the services and 
supports provided for the child and parent/caregiver 
• Promotion and reinforcement of partnerships between the core 
interdisciplinary team, the child and parent/caregiver, as well as support 
services as required, to facilitate the optimisation of comprehensive 
treatment, care and support 
• Monitoring to ensure regular feedback from all involved, including the child, 
parent/caregiver, CHWs, core interdisciplinary team members and other 
service providers  
• Regular monitoring to adequately observe changes in the needs of the child 
and family, which are integral to the case management process 
 
 
6.6.3.2  GUIDELINE 2: The manager in the primary healthcare clinic, 
assisted by the core interdisciplinary team, needs to ensure that 
all healthcare professionals are clear regarding roles and 
responsibilities in order to expedite comprehensive treatment, 
care and support 
The need for a holistic systematic case management approach to optimise 
comprehensive treatment, care and support for HIV-positive children is to ensure 
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that fragmentation in the healthcare system is minimised, which can be expedited 
by expanding the core interdisciplinary team’s ability to plan care for individual 
patients and thereby improve patient safety. Case management as a new 
approach in primary healthcare clinics needs to be fully understood by the 
healthcare team, including information about the case management process, 
roles, functions and expected activities of team members, as well as the guiding 
principles of case management practice. 
Operational Implications: 
All core interdisciplinary healthcare team members therefore need to be aware of 
their roles and responsibilities regarding caring for the HIV-positive children 
requiring antiretroviral therapy using the case management process. This can be 
achieved through: 
• Ensuring that the case management process is fully explained to all core 
interdisciplinary team members, including definition, case management 
practices, philosophy and guiding principles 
• Establishing the use of evidence-based guidelines in practice  
• Ensuring the incorporation of the current policies, guidelines and other 
standardised practice tools into the primary healthcare clinic setting  
• Establishing common goals throughout the interdisciplinary team for patient 
outcomes, and promoting shared commitment to meeting these goals 
• Making sure that all team members understand one another’s roles and 
responsibilities 
• Monitoring patient outcomes, which is standardised and utilised effectively 
by all team members 
• Assisting the team members to establish trust among themselves in order 
to create quality working relationships 
• Encouraging shared responsibility to facilitate joint decision making which 
will support optimal patient care outcomes 
• Conveying mutual respect for the expertise of all members of the team and 
communicate this to the patients  
• Building a strong interdisciplinary team requires careful planning, 
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commitment from all team members and constant nurturing  
• Defining the role expectations of the team (by the manager) so that 
everyone agrees on who performs each task, to avoid overlap or 
unnecessary duplication of services 
• Creating and developing effective ways of sharing responsibilities and tasks 
to avoid rigid boundaries in practice that can prevent maximisation of 
resources 
6.6.3.3  GUIDELINE 3: To assist the child and parent/caregiver to achieve 
self-management in order to cope with HIV/AIDS as a chronic 
disease 
Self-management requires that the child and parent/caregiver play an active and 
central role in their care. Interventions that support self-management should be 
based on the child/parent/caregiver’s recognised concerns and problems, and will 
include certain actions. 
Operational implications: 
The care coordinating professional nurse will assist the core interdisciplinary team 
members to incorporate the principles of self-management into all their 
interactions with the HIV-positive child and accompanying parent/caregiver. This 
will ensure that the child and family are included in risk reduction by being part of 
informed decision making, care planning and medication management. Self-
management means that the child and family will work together with the 
healthcare professionals to attain the best possible care and to effectively 
negotiation optimum treatment, care and support within the healthcare system.  
In order to achieve these goals the care coordinator will assist the core 
interdisciplinary healthcare team members to: 
• Concentrate effort on strengths-based, child-centred and family-focused 
practice 
• Ensure active involvement and participation of the child and the 
parent/caregiver in the process of chronic care coordination 
• Promote holistic practice that requires information and support across all 
aspects of the HIV-positive child’s life 
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• Ensure that the involvement of the child is meaningful and age appropriate 
• Supply accurate, comprehensible, timely and appropriate information  
• Support self-determination of the child and the accompanying 
parent/caregiver in order to fully expedite self-management of the disease 
process and the treatment required 
• Promote and reinforce partnerships among interdisciplinary team members 
where this will facilitate the achievement of planned goals 
• Encourage a patient/healthcare professional partnership that includes 
collaborative communication and continuing self-management education 
• Introduce self-management techniques (by the healthcare team) to teach 
problem-solving and decision-making skills that will enable the child and 
parent/caregiver to take action towards their own health goals 
• Ensure cultural competence among healthcare team members to enhance 
interactions and interventions with the child and parent/caregivers 
GUIDELINES FOR OPERATIONALISATION OF STEP 4: PROFESSIONAL 
ACCOUNTABILITY 
Although accountability is a complex phenomenon, as has been explained 
previously in this study, it can be viewed as having certain components, namely 
the individual’s professional accountability for the quality of his or her own work; 
the accountability of health professionals within the organisation in which they 
work; and accountability with others for the organisation’s performance and 
provision of services (Health Knowledge, 2011).  
6.6.4.1  GUIDELINE 1: To create an empowering environment that will 
promote the facilitation of professional accountability among the 
core interdisciplinary healthcare team members, in order to 
expedite comprehensive treatment, care and support for HIV-
positive children  
Operational implications: 
To ensure professional accountability among team members, these actions should 
be implemented by all core interdisciplinary healthcare team members with the 
assistance of the clinic manager: 
• Make sure that all healthcare professionals are aware of their accountability 
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to the public so that all patients receive high quality care 
• Create an awareness of the importance of professional accountability with 
the concurrent legislative requirements and standards for each profession 
• Standardise care that is based on best practices and influenced and 
delivered according to the needs of the local population by the healthcare 
professionals 
• Ensure that all healthcare professionals take responsibility for their own 
actions regarding the child’s safety and wellbeing 
• Establish an appropriate working climate in which healthcare professionals 
feel secure to seek help in situations where they do not feel competent 
• Share knowledge and practise skills within the interdisciplinary team in 
order to continually improve treatment, care and support 
• Accept (by team members) changes in roles and responsibilities as an 
opportunity to grow professionally and expand knowledge  
• Establish an internal culture in each primary healthcare clinic in which 
clinical quality is guaranteed for all children and their parents/caregivers 
• Enhance public confidence in the public health service. This should be a 
priority of the interdisciplinary team members 
6.6.4.2  GUIDELINE 2: The core interdisciplinary team members should 
apply self-reflective practices continuously in order to optimise 
comprehensive treatment, care and support  
Reflection may be described as consciously thinking about and analysing what 
one has done or is doing. Everyone does this to some extent. Reflection is a part 
of a cycle of learning for each person where one generally looks back on an 
experience and reviews what has been learned. In the context of this study 
reflective practice or self-reflection is imperative to allow the healthcare 
professional to identify areas for practice improvement (Savage & Moore, 
2004:31). 
Operational implications:  
To facilitate the practice of self-reflection each member of the core interdisciplinary 
healthcare team at each clinic should ensure that these actions occur: 
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• Analyse experiences (on the part of each healthcare professional) to 
examine understanding, which in turn will facilitate learning from each 
incident so that interpersonal skills, self-awareness and the ability to 
influence others towards positive change can occur 
• Review one’s own and others’ practice events and how one’s own 
approach, personality and personal history contributed to the way situations 
arose and how they were dealt with 
• Support the willingness by healthcare professionals and parents/caregivers 
to engage in self-reflection and thus learn the importance of, and need to 
reflect on events, thoughts and feelings in order to optimise treatment, care 
and support for the child 
• Draw up an action plan (involving all core interdisciplinary team members) 
for the future that will lead to better practice and service improvement in the 
primary healthcare clinics 
• Establish the habit of critical thinking in order to assist all participants to 
fully engage with self-reflective practices in order to encourage a 
questioning attitude which will lead to better health outcomes for the 
patients because the healthcare professionals seek to improve knowledge 
and skills 
• Develop (by the healthcare professionals) skills and strengths through a 
deeper understanding of thinking processes that enhances daily practice  
• Uphold the willingness to engage in self-reflection by establishing support 
groups for all participants in the healthcare process  
• Facilitate reflective groups with a skilled, independent mediator to actively 
engage the primary healthcare clinic core interdisciplinary team and the 
parents/caregivers as partners in order to offer: 
o A non-threatening setting in which all participants can share similar 
experiences with one another and give feedback regarding 
comprehensive treatment, care and support 
o An opportunity to gain others’ perspectives and support 
o A time for teaching and learning among participants in order to 
improve health outcomes for the HIV-positive children 
• Enhance the expertise of healthcare professionals, the child and 
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parents/caregivers through continual self-reflection because when instituted 
correctly this is an open-ended and iterative process which encourages 
lifelong learning 
6.6.4.3  GUIDELINE 3: Implement nurse-initiated and managed 
antiretroviral treatment in the Eastern Cape, South Africa, for HIV-
positive children requiring antiretroviral therapy in order to 
optimise comprehensive treatment, care and support 
Task-shifting in the form of nurse-initiated and managed antiretroviral treatment 
(NIMART) is widely promoted in South Africa. Many professional nurses are 
already initiating ART themselves, including ART for children, despite feeling that 
they are insufficiently prepared, as noted in chapters 3 and 4 of this study. Studies 
provide evidence that, given the correct training and support, professional nurses 
are as competent as medical practitioners in initiating and managing patients on 
ART. One such study is titled Streamlining Tasks and Roles to Expand Treatment 
and Care for HIV (STRETCH) trial, which is based in the Free State, South Africa, 
and is currently investigating the effect of NIMART on ART access and the quality 
of ART care. This pragmatic study has been implemented within all the usual 
constraints of the public health system, and the utilisation of ART initiation 
guidelines that have been tailored specifically to the use by professional nurses. 
One of the aims of this study was to improve access to ART closer to patients’ 
homes, in other words provision of services in lower-level clinics using the 
decentralisation model and integrating HIV/AIDS services into primary healthcare 
clinics (Colvin et al., 2010:210; Georgeu et al., 2012).  
The importance of these studies and the continuation of research into NIMART as 
a means of improving access to ART, particularly for HIV-positive children, has 
been highlighted throughout this particular research study. There is a need to 
streamline the tasks and roles of all healthcare professionals related to optimising 
comprehensive treatment, care and support for HIV-positive children as well as 
ensuring that the scope of practice for nursing is in alignment with the requirement 
of NIMART. 
Operational implications: 
According to an article by Gray (2010:28), the legal means that will enable nurses 
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to prescribe these Schedule 4 (ART) drugs remains obscure, as mentioned 
previously in this study. The article gives a detailed description of the legal 
parameters currently in place, and suggests that the necessary qualifications and 
regulations to protect professional nurses in prescribing ART, particularly 
pertaining to the schedules in the current Medicines Act, should be developed as 
a matter of urgency. Certain operational implications of NIMART in general, and 
the legal parameters in particular are thus suggested:  
• Standardise training for all professional nurses in NIMART and a formalised 
qualification in line with Section 56 of the Nursing Act (Act 33 of 2005) to 
allow all NIMART practitioners to legally and competently prescribe ART for 
HIV-positive children 
• Ensure that all professional nurses working in NIMART services have an 
opportunity to obtain a dispensing licence, particularly those practitioners 
working in services which do not have a pharmacist, which will enhance 
confidence levels in the professional nurses, competence and ensure 
legality in dispensing Schedule 4 medication 
• Train and support professional nurses to optimise the delivery of 
comprehensive treatment, care and support, particularly related to the need 
of HIV-positive children 
• Facilitate the changes in roles and responsibilities and referral relationships 
related to NIMART to ensure interdisciplinary team collaboration. 
6.6.4.4  GUIDELINE 4: To create an environment in which clinical 
excellence is promoted in order to optimise comprehensive 
treatment, care and support for HIV-positive children   
Clinical excellence is deemed to epitomise the attributes of the clinically excellent 
practitioner as being a healthcare professional who has achieved a level of 
mastery in communication and interpersonal skills, professionalism and 
humanism, and negotiation of the healthcare system. Such healthcare 
professionals are exemplary with respect to diagnostic acumen, knowledge and 
their scholarly approach to clinical practice. They exhibit a passion for patient care, 
and they explicitly model all of the above to trainees, earning them the reputation 
for being exceptional’ (Johns Hopkins Medicine, Centre for Innovative Medicine, 
2008)  
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Operational implications: 
All patients have the right to access healthcare of the highest standards that 
ensure patient safety and is in line with the best available clinical evidence 
(National Institute for Health and Clinical Excellence, 2007:3‒12). Thus the 
following operational implications are suggested:  
• Establish a climate of awareness and knowledge so that healthcare 
professionals are mindful of the need to engage in the latest evidence-
based guidance to clinical practice in order to provide the best care for 
patients 
• Provide the motivation for healthcare professionals to change behaviour, 
such as the provision of incentives to improve practice or the penalties 
imposed as part of supervisory checks on standards and performance  
• Promote the enhancement of internal factors of motivation including self-
motivation, drive and the desire to change, all of which are essential to 
achieving clinical excellence 
• Upgrade the knowledge and skills of healthcare professionals so that they 
are able to deliver best practice 
• Facilitate the changes required to ensure the best possible health care 
within the current resource limited healthcare system for instance reducing 
the impact of the practical barriers to quality healthcare that currently exist, 
such as lack of resources or personnel 
• Inspire healthcare professionals to embrace clinical excellence by being an 
exemplary role model, to start the process (on the part of primary 
healthcare clinic managers) 
GUIDELINES FOR OPERATIONALISATION OF STEP 5: MONITORING AND 
EVALUATION 
People living with and households affected by HIV/AIDS require a wide range of 
services, which include psychological, social, legal and clinical. Therefore the 
terminology of comprehensive treatment, care and support has been consistently 
applied throughout this study. Comprehensive treatment, care and support 
programmes should be developed in order to respond to the needs and demands 
of each patient, especially children. Complicating the situation, especially in 
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resource-constrained settings, are stigma, discrimination, fear, neglect, and 
impoverishment, which affects HIV-positive children more than the adults, as 
shown in the analysis chapters of this study. Providing care for people living with 
HIV/AIDS therefore requires a broad range of services that include not only clinical 
care, but also supportive and complementary services. This comprehensive care 
needs to be adequately monitored and evaluated (WHO, 2004:5). 
6.6.5.1  GUIDELINE 1: Implementation of monitoring by the core 
interdisciplinary healthcare team in order to effectively assist in 
the provision of comprehensive treatment, care and support for 
HIV-positive children requiring antiretroviral therapy 
Operational implications: 
Despite similarities, monitoring and evaluation differ in the extent to which findings 
at each level of service delivery can be attributed to a specific intervention or 
programme. Monitoring aggregates information across sites and time, and 
optimally serves as an instrument to highlight for programme managers which 
programme components might need to be strengthened or modified to reach 
specific goals of treatment, care and support (WHO, 2004:10). Thus certain 
operational implications for monitoring are suggested:  
• Monitor inputs into the programme, which comprises the financial, material 
and human resources to be invested in the comprehensive treatment, care 
and support programmes and services for HIV-positive children requiring 
ART at primary healthcare clinics 
• Monitor the delivery of a programme with the following essential types of 
activities: 
o Training needs, costs and logistics of sending healthcare 
professional staff for skills updates 
o Training needs, costs and logistics of training CHWs 
o Testing the children for HIV which includes the costs of PCR test 
equipment and monitoring this aspect of the programme 
o Treatment services regarding ART for children, including the costs 
pertaining to the time that is required to educate and train the 
parents/caregivers on the importance of this aspect of treatment and 
127 
CHAPTER SIX:  A DESCRIPTION OF A CHRONIC CARE COORDINATION MODEL FOR HIV-POSITIVE 
CHILDREN REQUIRING ANTIRETROVIRAL THERAPY AT PRIMARY HEALTHCARE CLINICS 
 
care 
• Make indicators as simple as possible to allow healthcare professionals to 
fully engage with monitoring systems 
• Encourage the clinic manager to ensure that all staff are aware of how to 
effectively monitor all programmes related to comprehensive treatment, 
care and support for children 
•  Ensure that monitoring activities are well coordinated and that on-going 
systems are utilised to collect and analyse data 
6.6.5.2  GUIDELINE 2: Implementation of evaluation by the core 
interdisciplinary healthcare team in order to effectively assist in 
the provision of comprehensive treatment, care and support for 
HIV-positive children requiring antiretroviral therapy  
Evaluation assesses the worth or value of a programme or collaboration between 
multiple programmes, service providers and the core interdisciplinary team 
members. A detailed analysis of their outcomes and, when possible, their impact 
on the target population can potentially link observed outcomes and effects with 
the programme processes. Tracking trends over time will enable the managers to 
assess how successful programmes are in meeting patient healthcare outcomes 
and goals (WHO, 2004:10‒11). To ensure evaluation of the programme, these 
actions are required:  
• Measurement of the effectiveness and outcomes of the programme, which 
refers to the intermediate effects of programme efforts that are in 
accordance with programme objectives. For treatment, care and support 
programmes this refers to evaluation of: 
o Changes in the capacity of the health system to deliver care 
o Capacity of facilities to adequately provide comprehensive treatment, 
care and support programmes 
o Numbers of trained staff to provide the necessary care 
o Provision of essential medication  
o Adequate equipment and infrastructure to optimally provide 
comprehensive treatment, care and support 
o Ability of primary healthcare clinics to comply with minimum 
standards of care for children requiring ART 
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o Quality of life of the patients served by the programme 
o Attitudes of the healthcare professionals who are providing the 
service 
• Determination of the impact of treatment, care and support as measured in 
terms of physical and mental health and enhanced health related quality of 
life is an essential component of evaluation 
• Review of the impact of treatment programmes as measured by morbidity 
and mortality rates of people living with HIV/AIDS, life expectancy and 
community productivity 
6.6.5.3  GUIDELINE 3: To create an environment in which healthcare 
professionals are able to implement strategies in order to sustain 
follow-up care for HIV-positive children requiring lifelong 
antiretroviral therapy 
Operational implications: 
Managers at primary healthcare clinics should ensure that the programmes in their 
facilities are functioning optimally, and that the health outcomes required for 
patients are being met. For HIV-positive children requiring ART, the overall goal of 
the chronic care coordination process of a well-managed child is dependent on 
continual M&E of each step in the chronic care coordination process, which needs 
to occur at clinic level. An important aspect of M&E is that it should result in 
sustained follow-up care for the child and the accompanying parent/caregiver. To 
assist in strengthening sustained follow-up care, the following operational 
implications are suggested:  
• Effective leadership at primary healthcare clinic level to expedite adequate 
M&E of all steps in the chronic care coordination process is essential 
• Interventions that encourage patients and family to acquire self-
management skills are essential to improve patient responsibility to follow 
up care 
• Utilisation of information technology by healthcare professionals in order to 
benefit patient care, by improving healthcare delivery through better 
organised systems of follow-up 
• Changes to systems of care to fully meet the needs of chronic care 
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patients, which will then expedite much needed follow-up 
• Provision of an understandable care plan and careful, continuous, well 
managed follow-up care for the child and parent/caregiver 
• Utilisation of available  resources to assist with follow-up care for the child 
are instituted by the healthcare professionals, including linkages between 
various HIV/AIDS services   
• Achievement of continuity of support through appropriate referral, 
transitional support and follow-up  
EVALUATION OF THE MODEL 
The evaluation of the chronic care coordination model for the optimisation of 
comprehensive treatment, care and support for HIV-positive children requiring 
ART at primary healthcare clinics will be discussed according to the criteria 
suggested by Chinn and Kramer (2008:237‒248). The model developed for this 
study has been evaluated by three independent experts who are experienced in 
qualitative research methodology and theory generation, two of whom are experts 
in the field of HIV/AIDS. The panel consisted of the clinic manager of one of the 
community healthcare centres in Port Elizabeth, a comprehensive healthcare clinic 
in which antiretroviral services for both adults and children are provided. The 
second member of the panel is a clinician with vast experience in the field of 
HIV/AIDS and who is currently studying in the Masters Degree programme in 
community health nursing science. The third member is an academic with 
extensive experience in research; she heads the research department at the 
university where the researcher was studying. As a healthcare professional she 
also has considerable expertise in the topic being presented, therefore she was 
knowledgeable regarding content and the research methodology and offered 
constructive ideas for the research study. The presentation of the model was 
made to the independent expert panel at a venue arranged by the researcher. All 
members of the panel suggested constructive and appropriate revisions during the 
presentation and in a follow-up written report by each participant, which resulted in 
the final product that is presented in this chapter. 
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CLARITY OF THE MODEL 
The independent external coder and the researcher, as well as the expert panel 
and the two promoters of the research study, found the model to be clear and 
consistent in terms of its semantic clarity and structures. The following 
contributions were made on the evaluation reports after the presentation of the 
model:  
‘Yes (the model is clear), the model’s effective and efficient management 
approach is user friendly’ 
‘Yes it is clear’ 
The researcher therefore concluded that the model was clear and understandable. 
The concepts are used in ways that are consistent with the definitions, making the 
model easy to understand. The concepts are interconnected and organised into a 
whole to ensure structural clarity. 
SIMPLICITY OF THE MODEL 
The number of concepts and interrelationships in this model was kept to a 
minimum to ensure simplicity of the model. The following feedback was provided 
after the presentation: 
‘The model is simple to use owing to the steps available to follow in the 
management process’ 
‘The link of theory and practice is integrated in Step 3, by the holistic systematic 
case management approach’ 
‘Yes it does link the components’ 
‘The arrows depicting continuous M&E need to be moved to the other side of the 
ribbon’ 
The researcher was guided by the evaluation of the participants, followed the 
above recommendation and moved the arrows as suggested. 
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GENERALITY OF THE MODEL 
The model for chronic care coordination for HIV-positive children requiring ART 
has been designed to serve as a frame of reference for healthcare professionals 
employed in primary healthcare clinics that provide antiretroviral services, in order 
to expedite the provision of comprehensive treatment, care and support. 
Accordingly the research was contextual and the focus of this research study was 
not the generalisability of the data. However, this model has the capacity for 
broader generalisation, for example, in other primary healthcare clinic 
environments where ART is provided for HIV-positive children.  
The following comments were made about the presentation: 
‘Yes (the model is generalisable), the steps 1‒5 include a comprehensive 
approach, hence this allows for the model to be used by all healthcare workers 
whether locally or ‘internationally’’ 
‘Yes provided the other areas have the same support structures’ 
Those present at the presentation agreed and confirmed that the model could 
have value in similar contexts and settings. 
ACCESSIBLITY OF THE MODEL 
The definitions provided for the concepts in the model adequately reflect their 
meanings thus ensuring accessibility of the model. The outcomes projected in the 
model are considered attainable. 
The following comments were made after the presentation: 
‘The healthcare worker’s benefits are multifold as follows: the nurse practicing 
independently in collaboration with the professionals of the multidisciplinary team 
using NIMART’ 
‘Collaboration is vital and the model clearly indicates the various stakeholders 
needed for the chronic care coordination of a well-managed child’ 
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‘In my opinion the model is aimed at the healthcare professional who in turn will be 
able to educate the patient and relatives’ 
IMPORTANCE/SIGNIFICANCE OF THE MODEL 
The model for chronic care coordination has been developed as a practice model 
for nursing to optimise comprehensive treatment, care and support for HIV-
positive children who require ART at primary healthcare clinics. The model, which 
addresses the experiences as indicated by the healthcare professionals and 
parents/caregivers of the HIV-positive children who require ART, comprises five 
interrelated/intertwined continuous steps. The model has the potential positively 
influence nursing practice, education and research. The following comments from 
the presentation concur: 
‘The model will surely enhance more effective and efficient clinical practice by 
professionals with a comprehensive approach’ 
‘Yes if the support structures are in place, because although the care is nurse 
driven, it needs the support from other professionals’ 
It is evident that this model complies with the criteria of Chinn and Kramer 
(2008:237‒248) in that it is clear, simple, general, accessible and 
significant/important in confirming that the purpose of this research was met in the 
formulation of a model for chronic care coordination for HIV-positive children 
requiring ART at primary healthcare clinics. 
CHAPTER SUMMARY 
The focus of this chapter was on the descriptor of the model of chronic care 
coordination for the optimisation of comprehensive treatment, care and support. 
The goal, context, assumptions and structure of the model were discussed. 
Furthermore, the guidelines for operationalisation of the model and process 
descriptions of the model were provided. The conclusion, limitations and 
recommendations of this research study are presented in the next chapter. 
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 CONCLUSIONS, LIMITATIONS AND RECOMMENDATIONS 
7.1 INTRODUCTION 
A description of the structure and process of the chronic care coordination model 
for optimisation of comprehensive treatment, care and support for HIV-positive 
children requiring antiretroviral therapy (ART) at primary healthcare clinics was 
provided in the previous chapter. Guidelines for the operationalisation of the 
model and a description of the criteria used to evaluate the model were also 
provided in Chapter 6. The focus of this final chapter will be on the conclusions, 
limitations and recommendations for this study 
   CONCLUSIONS 
The purpose of this study was to obtain information from healthcare professionals 
and parents/caregivers about their experiences of comprehensive treatment, care 
and support for HIV-positive children requiring ART at primary healthcare clinics. 
The information shared by all participants was used to develop a nursing model 
that would assist professional nurses employed in primary healthcare clinics to 
optimise comprehensive treatment, care and support for HIV-positive children 
requiring ART. The objectives to achieve the purpose of the study were: 
• To identify the central concepts of a nursing model for optimising 
comprehensive treatment, care and support by conducting a field study. 
This will be done by exploring and describing how healthcare professionals 
and parents/caregivers experience the provision of comprehensive 
treatment, care and support provided for HIV-positive children requiring 
ART at primary healthcare clinics 
• To define and classify the identified concepts 
• To describe the relationship statements or propositions between the 
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concepts 
• To develop a nursing model to assist the healthcare professionals at 
primary healthcare clinics, particularly professional nurses, to optimise 
comprehensive treatment, care and support for HIV-positive children 
requiring ART and their parents/caregivers  
• To describe the guidelines that will assist with the implementation of the 
model 
A theory-generating design, based on a qualitative, explorative, descriptive and 
contextual research approach, was implemented by the researcher to achieve the 
purpose and research objectives. The design comprised four steps, namely 
concept analysis, placing the concepts in relationships, description of the model, 
and description of guidelines to operationalise the model. A brief description of the 
criteria for evaluating the model was included in Chapter 6. 
Step One of the research design focused on the identification, classification and 
definition of the main concepts of the study. To achieve this step, data were 
gathered from the research participants to authenticate how they experienced 
comprehensive treatment, care and support for HIV-positive children at primary 
healthcare clinics. The research population comprised healthcare professionals 
and parents/caregivers who accompanied their HIV-positive children to the 
primary healthcare clinic. The method of data collection was in-depth individual 
interviews, comprising 19 healthcare professionals and 15 parents/caregivers from 
six purposively chosen primary healthcare clinics. 
This information was transcribed, coded and analysed by two independent coders 
(the rationale for which was explained previously in this study), the researcher and 
promoters. Three main themes and relevant sub-themes were identified for both 
groups of participants. The three main themes identified for the healthcare 
professionals were: 
• Healthcare professionals experienced significant challenges related to 
providing ART for HIV-positive children at primary healthcare clinics 
• Professional nurses experienced an overwhelming scope of responsibility 
related to the provision of ART in HIV-positive children 
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• Healthcare professionals expressed specific views related to factors in the 
provision of ART for HIV-positive children 
The three main themes identified from the data analysis of the parents/caregivers 
who accompany their HIV-positive children to primary healthcare clinics were: 
• Parents/caregivers experienced various emotions following the diagnosis of 
their children as HIV-positive and requiring ART 
• Parents/caregivers expressed a diverse range of experiences related to the 
diagnosis of their children as HIV-positive  
• Parents/caregivers experienced specific support needs related to the 
diagnosis and treatment of their HIV-positive children  
Extensive deliberations of the above experiences provided the researcher with the 
understanding that most of the participants had divergent experiences of the 
provision of comprehensive treatment, care and support for HIV-positive children 
at primary healthcare clinics. The healthcare professionals indicated that they 
experienced significant challenges in particular with their workload, infrastructure 
constraints, legislation issues, disharmony and concerns related to ineffective 
management. The parents/caregivers experiences focused on the emotions they 
faced after the diagnosis of their HIV-positive children, not the least of which was 
having to cope with stigma and discrimination on various levels. The 
parents/caregivers also spoke of their difficulties pertaining to lack of finance and 
the challenges related to it. This group of participants had specific support needs 
which are not currently being met, which they expressed as concerns associated 
with the services they receive at the primary healthcare clinics that they have to 
attend. 
All narrated experiences from both groups of participants served to emphasise the 
belief that comprehensive treatment, care and support for children at primary 
healthcare clinics is a current unmet need. As stated previously in this study, a 
comprehensive approach to attaining and maintaining optimal health for people 
requires that the factors affecting health should be identified, which include 
positive and negative influences. Accordingly, optimal treatment for children 
requires an improvement in all aspects of health ‒ not solely medical treatment ‒ 
and includes ameliorating their environment and the conditions in which they live 
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(de Haan, 2005:4). 
Therefore, HIV/AIDS should be treated as the complex disease that it has proven 
to be, especially by utilising antiretroviral medication optimally. In this way 
HIV/AIDS becomes a chronic disease, which is manageable, provided that the 
best possible control per patient is applied. Optimal comprehensive treatment, 
care and support enable patients taking ART to live long and productive lives. 
However, its complexity requires multifaceted and comprehensive interventions on 
the part of the healthcare services and the healthcare professionals in the clinics. 
But the continuum of care that is required for children is lacking at primary 
healthcare clinic level, as is support for the parents/caregivers in their onerous 
task of caring for the HIV-positive children under mostly difficult circumstances. 
The lack of support at community level was cited as one of the hardest things to 
deal with, as well as the concurrent lack of assistance from social workers, 
particularly related to childcare grants and similar relief. 
While exploring the requirements of HIV-positive children who have multiple health 
and social needs for which they require a specialised service delivery plan, it 
became clear to the researcher that essential care for this group of patients 
centres on chronic care management of their disease and the coordination that is 
required to adequately meet the requisite comprehensive treatment, care and 
support. HIV-positive children require lifelong healthcare in order to achieve a 
state of being well managed on ART. Therefore the model for chronic care 
coordination for HIV-positive children requiring ART at primary healthcare clinics 
was identified.  
The identified major concept was analysed by researching its meanings in several 
dictionaries and in subject literature. The concept ‘chronic care coordination’ was 
analysed so that its essential and related attributes could be identified in order to 
arrive at a conceptual definition for the central concept of the study. 
Step Two of the research design focused on the development of relationship 
statements in order to bring clarity and direction to the understanding of the 
phenomenon of interest.  
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Step Three of the research design focused on the description of the model that 
was developed to optimise comprehensive treatment, care and support for HIV-
positive children requiring ART at primary healthcare clinics. A visual 
representation of the structure of the model for chronic care coordination was 
given and described, as well as a detailed description of the process of the model, 
which is centred on five sequential, interconnected steps. 
The process of the model progresses through five sequential steps: 
• Core interdisciplinary team collaboration 
At the start of the process, the healthcare team, which for the purposes of this 
study is confined to those healthcare professionals who usually work in most 
primary healthcare clinics, consists of the professional nurse, medical practitioner, 
pharmacist and dietician. The healthcare professionals need to work together to 
build up meaningful and relevant partnerships between what has been termed the 
‘core interdisciplinary team’ in this study, the child as patient and the 
accompanying parent/caregiver. Effective communication will be utilised to secure 
this desired result. The addition of self-reflective practices by all participants will 
promote and support the formation of the effective partnerships that will endorse 
cooperation. 
• Manage and maximise resources and support 
Effective management and powerful leadership are requisite to facilitate the 
capacity of the core interdisciplinary healthcare team in order to authentically 
benefit HIV-positive children requiring ART. The manager will ensure that the team 
works with support services such as non-governmental organisations, church 
groups and other community resources to improve the provision of care for HIV-
positive children. All of this will be achieved by working in partnership with the 
above pertinent stakeholders and others who can assist to address the needs for 
specific services such as housing and social entitlements. The case manager will 
assist in liaison with pertinent stakeholders, details of which are reflected on in the 
next step.  
• Holistic systematic case management  
A care coordinator to manage the healthcare team is designated by the primary 
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healthcare clinic manager and empowered to liaise between the members of the 
core interdisciplinary team and the parents/caregivers in order to promote the 
child’s access to antiretroviral services and the crucial holistic care. In this way, 
the definition of case management can be fulfilled, in which case management is 
described as being ‘characterised by a healthcare professional giving personal 
multidimensional assistance to targeted patients with health complexity as they 
learn how to regain stable health and function’ (Kathol, Perez & Cohen, 2010:xvii), 
to which the researcher will add ‘long term’. The professional nurse who is working 
with HIV-positive children requiring ART is the ideal person to fulfil this essential 
role, and will systematically initiate a case management approach, which includes 
coordination of appointments, as well as follow-up of missed appointments, 
referrals to specialists and conferencing between clinical and community-based 
care support services.  
• Professional accountability  
The core interdisciplinary healthcare team will acknowledge their responsibility 
towards their patients through the process of continuous self-reflection, which 
embraces systematic, deliberate and focused self-reflection. Self-reflection will 
assist in enhancing individual accountability and responsibility. This will promote 
continued competence among the healthcare professionals in the antiretroviral 
services of primary healthcare clinics while working with HIV-positive children 
requiring comprehensive treatment, care and support. 
• Monitoring and evaluation  
Monitoring and evaluation is a continuous process in which the core 
interdisciplinary team are required to make sure that they are able to work 
methodically regarding comprehensive monitoring and evaluation. When all 
aspects of the programme are monitored and evaluated adequately and 
consistently, it is possible to improve systems to provide optimal comprehensive 
treatment, care and support for children to promote health-related quality of life, 
which will achieve the goal of a well-managed child on ART. 
Step Four is the final step of the research design. Its focus was on the 
development and recommendations of guidelines for the operationalisation of the 
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model for chronic care coordination for HIV-positive children requiring ART at 
primary healthcare clinics. Guidelines and operational implications for each of the 
five sequential interconnecting steps of the chronic care coordination model were 
explained. 
Five criteria suggested by Chinn & Kramer (2011:197‒205) for critically reflecting 
theory were used to evaluate the model: 
• Clarity 
• Simplicity 
• Generality 
• Accessibility 
• Importance and significance 
In view of the above discussion it can be concluded that the research purpose and 
objectives for this research have been attained because the researcher achieved 
the following objectives: 
• The necessary data was collected which enabled the researcher to identify 
the central concepts for the chronic care coordination model which she 
planned to develop 
• The identified concepts for the chronic care coordination model were 
defined and classified 
• The relationship statements between the concepts for the chronic care 
coordination model were described 
• A model to optimise comprehensive treatment, care and support for HIV-
positive children requiring ART at primary healthcare clinics was developed 
and described, namely the chronic care coordination model 
• The guidelines that were developed to operationalise the implementation of 
the chronic care coordination model were described 
In conclusion, the purpose of this research study has been achieved because the 
researcher has succeeded in developing a chronic care coordination model that 
could be used by healthcare professionals, especially professional nurses, 
employed in the antiretroviral services in primary healthcare clinics, to optimise 
comprehensive treatment, care and support for HIV-positive children requiring 
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ART. Guidelines with which to operationalise the model were also developed. The 
chronic care coordination model is understandable, clear, simple, applicable and 
deemed important to nursing practice. 
LIMITATIONS 
While a sincere attempt was made to do a well-planned and thorough 
investigation, the researcher can identify certain limitations: 
• Although the research took place at six primary healthcare clinics that 
provide antiretroviral services in Nelson Mandela Bay, Eastern Cape 
Province, other important information could possibly have been obtained if 
a wider research population had been involved in the study. However, 
because a quantitative study was conducted using only these clinics, 
conclusions cannot necessarily be generalised to other primary healthcare 
clinics in this or other provinces.  
• A paucity of accurate statistical data regarding the number of children 
infected with HIV/AIDS in general, and in need of ART in particular, 
country-wide, and especially at district level, was experienced.  
RECOMMENDATIONS 
The following recommendations are made for the application of the chronic care 
coordination model for the optimisation of comprehensive treatment, care and 
support for HIV-positive children requiring ART.  
RECOMMENDATIONS FOR NURSING PRACTICE 
The researcher recommends that: 
• The chronic care coordination model should be used by the core 
interdisciplinary team, coordinated by the professional nurses, who are 
working in antiretroviral services in primary healthcare clinics, to optimise 
treatment, care and support for HIV-positive children requiring ART. 
• All members of the core interdisciplinary team should use the chronic care 
coordination model to reflect on their current practices. 
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• Detailed guidelines can now be generated, based on the research findings, 
which could have a significant effect on the problem areas that have been 
identified.  
• Diagnostic protocols for HIV-positive children should be strictly followed in 
order to optimise comprehensive treatment, care and support. 
• A standardised training programme should be developed, based on the 
model, and implemented in the antiretroviral services of primary healthcare 
clinics, to assist the core interdisciplinary team to successfully optimise 
comprehensive treatment, care and support for HIV-positive children 
requiring ART. 
• The chronic care coordination model should be used in any primary 
healthcare clinic that provides antiretroviral services for HIV-positive 
children in order to promote optimal comprehensive treatment, care and 
support. 
RECOMMENDATIONS FOR NURSING RESEARCH  
The following recommendations are made by the researcher with regard to 
research: 
• This research study could lead to further investigation within the 
quantitative paradigm in order to quantitatively confirm the results of this 
study. 
• Similar research studies could be conducted in other provinces in South 
Africa. Assessments could be made to agree on transferability as applied in 
a wider perspective. 
• The model for chronic care coordination should be applied to the nursing 
and healthcare practice environment of comprehensive treatment, care and 
support for HIV-positive children requiring ART at primary healthcare 
clinics. Its effectiveness should be evaluated and refined in further post-
doctoral research.  
• Further research could be focused on many of the pertinent aspects 
covered in the data analysis chapters, such as the need for all core 
interdisciplinary team members to have access to information via mobile 
phones, which are required to be available at the point of care, as an 
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example. 
RECOMMENDATIONS FOR NURSING EDUCATION 
It is recommended that: 
• The chronic care coordination model should be included in and utilised as a 
frame of reference for nursing practitioners in undergraduate as well as 
postgraduate nursing education programmes pertaining to comprehensive 
treatment, care and support for HIV-positive children requiring ART at 
primary healthcare clinics.  
• The chronic care coordination model has practical application for the 
comprehensive treatment, care and support for HIV-positive children 
requiring ART in that the model addresses the need to treat HIV/AIDS as a 
lifelong, chronic disease which, when correctly managed, allows the child to 
become well managed on ART and able to experience health-related 
quality of life. It is essential that such aspects of care be related to 
undergraduate and postgraduate students. 
UNIQUE CONTRIBUTION OF RESEARCH 
• The approach to the chronic care coordination model is unique in 
comparison with other models of care for HIV-positive children requiring 
ART in that it utilises the premise that HIV/AIDS becomes a chronic disease 
once the patient is placed on ART, and therefore requires long-term 
treatment with adequate input from all participants involved in the chronic 
care coordination process. 
• A qualitative research approach was used, in terms of which the results 
were obtained directly from the group of healthcare professionals as well as 
parents/caregivers who accompany their HIV-positive children to the 
primary healthcare clinic. In other words, in-depth individual interviews were 
utilised so that all participants could express their experiences in a 
meaningful manner in a setting conducive to disclosure. 
• Through this research, it is considered that healthcare professionals, 
parents/caregivers, the management of primary healthcare clinics and 
others could gain a wider understanding of the current barriers to HIV-
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positive children receiving comprehensive treatment, care and support, in 
the form of ART at primary healthcare clinics. 
• The chronic care coordination model could assist all members of the core 
interdisciplinary team at primary healthcare clinics to optimise 
comprehensive treatment, care and support for HIV-positive children 
requiring ART. 
• The chronic care coordination model could provide authorities with a 
perspective on the problems and challenges currently experienced by 
healthcare professionals working with HIV-positive children who require 
comprehensive treatment, care and support for ART in primary healthcare 
clinics, and assist with solutions to these difficulties. 
CHAPTER SUMMARY 
In this final chapter the researcher has provided an overview of the overall 
research process and an account of the purpose and achievement of the 
objectives of the research study. The limitations of the study were accentuated, 
and recommendations were made for nursing practice, research and education. 
The researcher believes that the model for chronic care coordination could be 
implemented by healthcare professionals, especially professional nurses, working 
in antiretroviral services of primary healthcare clinics, in order to optimise 
comprehensive treatment, care and support for HIV-positive children requiring 
ART.  
This would ensure that HIV-positive children become well managed on lifelong 
ART and are able to achieve health-related quality of life.
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